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Abstract 
‘Not Wanting to Upset’: The Management of Emotions in Caring for the Dying. 
 An Ethnographic Study in Addis Ababa, Ethiopia. 
 
Ethiopia, one of the poorest countries in the developing world, has limited resources for 
those with advanced cancer requiring end of life care. This thesis explores the care of the 
dying situation in Addis Ababa, as families access palliative care services. A critical 
review examined palliative care set-up in sub-Saharan Africa and the Middle East and 
explored models of care used and the multiple factors affecting palliative care delivery. 
The review revealed a dearth of knowledge about care of the dying in Addis Ababa. A 
further review provided insight into cultural aspects of good death. A focused 
ethnography, carried out over a 6-month period at a hospice facility, involved participant 
observation, interviews and home visits with staff, patients and family. Following thematic 
analysis a number of significant themes were revealed. The importance of emotional 
support by family and hospice staff was found to be the essence of care provision. The 
awareness of a terminal diagnosis is often kept from the ill person so as ‘not to upset’, 
thus protecting them emotionally from distress. Various communication strategies were 
used by staff to create openness, though ultimately they deferred to the dying person’s 
family; also family and hospice staff talked ambiguously about dying. Emotional care was 
expressed by family members ‘stopping everything’ to care for their dying relative. 
Through physical care, the dying person’s emotional equilibrium and comfort were 
maintained. Hospice staff provided a ‘family-style service’. This study offers unique 
understanding into non-disclosure of terminal diagnosis and how the family emotionally 
protects the dying person. It gives valuable insight into how families and the emerging 
Ethiopian palliative care service together provide care for the dying. The study has 
implications for international relief workers and professional carers. This study points to 
further research into care of the dying in rural communities in Ethiopia. 
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Chapter 1  
Background and Context 
 
This chapter considers both the background and the context to the study. Firstly, it considers 
the background and presents the ‘foreshadowed problem’ this study seeks to address: the 
culture of care of the dying within an urban palliative care context in Ethiopia. Secondly, it 
explores my personal involvement and motivation for conducting this research. The chapter 
then goes on to provide an introduction to the rest of the thesis. Finally, the chapter will set 
out an overview to the uniqueness of the country of Ethiopia, its people and health care 
situation, which informs the lens from which to view this study. 
1.1. Background to the Study 
 
Physical death is the stopping of the heart beating; it is a universal biological occurrence. 
However, the process of death and dying is unique from culture to culture. How people deal 
with pain, the rituals surrounding the dying process and what is perceived as a good death 
are all constructed by society (Seale 1998). Death and dying can be seen as an interaction 
between the particular social structure of society, relationships and the body. For example, a 
society may be, traditional or modern, collective or individualistic, relationships may include 
those between family, friends, community and medical staff (Walter 1994). The process of 
dying, as the body deteriorates, provokes a reaction in a society that is ‘culturally shaped’ 
(Seale 1998:49). It is this culturally shaped reaction to dying that this study aims to explore 
amongst people living in Addis Ababa, as it intersects with the emerging of palliative care 
services. 
Palliative care supports the dying person and family to make dying easier (Clark 2007). It is 
a concept that not only addresses pain and symptom control but also considers the 
psychosocial and emotional suffering of the seriously ill person, and supports the family as 
they care for their dying loved one (WHO 2014). The roots of the modern palliative care 
movement started in the United Kingdom under the inspiration of Cecily Saunders in the 
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1950s and 1960s (Wright et al. 2006). Saunders, as a newly qualified doctor, investigated 
pain management for dying patients; this project eventually led her, with the help of her 
colleagues, to open St Christopher’s Hospice in 1967, (Clark 2007). St Christopher’s 
Hospice has become the first modern hospice where clinical care, teaching and research are 
combined (Clark 2007). Now, palliative care is an important part of the world health agenda; 
its significance is emphasised in the WHO Global Action Plan for the Prevention and Control 
of Non-communicable Diseases 2013–2020 (WHO 2014). 
Ethiopia can be described as a traditional African society (Woldemicael and Tenkorang 
2010), whilst modern-day palliative care originated from a Western setting (Clark 2002). As 
palliative care has become a global health issue, there have been concerns that Africa has 
embraced a British model of providing palliative care (APCA 2014b). However, there have 
been pleas in the literature highlighting the importance of understanding culture to support 
the person dying from a terminal illness and their family appropriately (Harding and 
Higginson 2005, Wright et al. 2006 and Downing 2006). This demonstrates the need to 
explore the emerging palliative care of the dying in Ethiopia. 
At this present time, in Ethiopia, there are no planned government services or national policy 
for palliative care (Kassa et al. 2014). The only services available are through small Non-
Governmental Organisations (NGOs), which rely on fundraising and donors for finance. 
People requiring palliative care services are predominantly those with advanced cancer or 
end stage Acquired Immune Deficiency Syndrome (AIDS). The services for people living 
with Human Immunodeficiency Virus (HIV) and AIDS are more developed than the cancer 
services in the country and, with the introduction of Anti-Retroviral Therapy (ART), people 
are living longer (Balcha et al. 2011). However, with patients diagnosed with cancer, there is 
very little that can be done curatively, due to the lack of resources and services (Kassa et al. 
2014). This underlines the importance of the need for palliative care as, for the majority of 
the population, this appears to be the only option. As services are in the early stages of 
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development, a detailed understanding of how Ethiopians care for their dying would be 
beneficial to provide insight into offering culturally tailored services.  
1.1.1. Focus of the Study 
 
 
Culture has been a subject of interest for anthropologists for decades. Malinowski, a 
twentieth century social anthropologist, has been credited with being an expert in exploring 
culture by using ethnography (Hammersley and Atkinson (2007). However, exploring culture 
is not unproblematic as it is has multiple definitions and is a concept that is ever changing 
(Vydelingum 2006). Within palliative care research there can be confusion between the 
concepts of race, ethnicity and culture as often these terms are used  either incorrectly or 
interchangeably (Koffman 2006). The term ‘race’ is socially constructed and refers to the 
genetic or biological differences between people, without any scientific basis and is usually 
used to describe differences in skin colour, without any scientific basis (Vydelingum and 
Colliety 2011). It can also be used to describe geographically separated populations, 
someone’s nationality and mankind in general (Koffman 2006). Ethnicity on the other hand, 
is a term that can be used to describe a particular social group that have the same shared 
cultural background with a common language, values, religion, attitudes and customs 
(Vydelingum and Colliety 2011). However, this study is exploring culture, which Geertz 
(1973) describes as:  
‘Culture is a historically transmitted pattern of meanings embodied in symbols, a 
system of inherited conceptions expressed in symbolic forms by means of which men 
communicate, perpetuate, and develop their knowledge about and their attitudes 
toward life.’                                                                                             
(Geertz 1973:89) 
 
Another definition of culture by Hofstede (1994) compares culture to the layers of an onion, 
comprising of various levels or concentric circles. The outside of the ‘onion’ is what is visible 
to the outsider. The secondary level, he describes as when only members of the group know 
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the rules and behaviours and have common understanding; finally, the primary level 
considers the group’s world view, which consists of rules that are known and understood by 
all (Hofstede 1994). Nevertheless, differences do exist amongst members of a cultural group 
as not all subscribe to the same norms and expectations (Mechanic 1978 and Koffman 
2006). Geertz suggests that as an ethnographer explores culture, he/she is taking the reader 
into the ‘heart’ of what is being interpreted (Geertz 1973:18). To start exploring culture using 
ethnography (Hammersley and Atkinson 2007), suggests that such a process commences 
with an issue, or a ‘foreshadowed problem’ (Malinowski 1922:9), rather than preconceived 
ideas when starting to explore a specific culture. Therefore, the ‘foreshadowed problem’, or 
focus, of this study is to explore the culture of the care of the dying in Addis Ababa as 
families care for their dying and access end of life care from a palliative care service. Having 
considered the focus of this study, I will now describe my personal motivation behind it.  
1.2. Personal Interest in the Study 
 
To the West, Ethiopia is synonymous with pictures of dying children, ‘Band Aid’ in the 1980s, 
water shortages and AIDS. I remember as a teenager seeing the graphic footage of Michael 
Burke’s reports and Bob Geldof asking for money ‘to feed the world’ (Gill 2010). I would 
never have imagined, at that time that I would end up working for over eighteen years with 
people in very similar circumstances.  
My journey started in a refugee camp in the mountain foothills of Yemen. I was working as 
an implementing partner with the United Nations High Commission of Refugees (UNHCR) 
organising health services. The camp had over 7,000 Somali refugees and a minority of 
Ethiopians. Here, I met an Ethiopian woman who was dying in a tent suffering from AIDS. 
She asked the medical staff if I could sit with her. I had no Ethiopian language skills, no 
proper medical drugs and felt completely inadequate. I sat and held her hand whilst she was 
dying. This was my first exposure to death in the harshness of a refugee setting.  
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During this time, I also met some urban refugees trying to find work in Aden. One of their 
leaders approached me and asked if I would teach English to a small group of men to help 
them get work. I started teaching and soon became interested in their culture. After some 
time, I wanted to learn to communicate better with the women, so ended up learning their 
language. I did this with the help of my Ethiopian friends and I also went to language school 
and gained a diploma in Amharic. Amongst the group of urban refugees were several dying 
with end stage AIDS and, because of my nursing background, I became involved in teaching 
the community how to care for their dying and, subsequently, developing a home care and 
community support service for the refugees.  
Several years later, I worked as a lecturer for postgraduate Yemeni nurses in Aden and, at 
the same time, I studied for a Master’s degree in the UK, where I explored cultural influences 
on Ethiopian and Somali refugees when accessing end of life care in a government hospital 
in Yemen. This further intensified my concern for the lack of health care provision for dying 
patients in Yemen, for both locals and refugees. I subsequently learnt Arabic, by enrolling at 
an Arabic language school, where I received a diploma in Arabic, to enable me to 
communicate more effectively.  
This brings my journey to the beginning of my PhD, which started with a desire to explore 
the palliative care needs in Yemen. In my first year, I had gained permission from the 
Ministry of Health in Aden to start a palliative home care project and was planning to use 
Action Research as a methodology. Unfortunately, due to the political unrest in the country 
and region, I had to leave the country and reconsider my study. So my journey then led me 
across the Red Sea to the home country of my refugee friends. My experiences of working 
with Ethiopian refugees in Yemen and my relationship with the Ethiopian community have 
fuelled my desire to research the care of the dying in Addis Ababa, Ethiopia. For an 
economic, culturally relevant and quality service to be delivered, further investigations need 
to be carried out to understand the present situation and to identify the needs, attitudes and 
culture of the people.  
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1.3. A Guide to the Rest of the Thesis 
 
This chapter has highlighted the background and focus of the study: to explore the culture of 
the care of the dying in Addis Ababa as families care for their dying and access end of life 
care from a palliative care facility. It has further discussed my personal motivation for this 
study. It will then go on to present the context of this study by providing an overview of the 
country and its people, describing its history, geography and current political situation. It will 
then provide context to living in Ethiopia, the many languages used, family life and the 
importance of religion to a person’s identity. The chapter will then move on to consider the 
health services structure of the country and then discuss the problems surrounding health 
including: poverty and war, maternal health, infectious diseases and the influence of gender 
and religion on health. Finally, this chapter will discuss the context of living and dying with 
cancer and the end of life care available at this present time. 
After providing background and context to the study, in order to explore the culture of the 
care of the dying in Addis Ababa further, chapter two provides a review of the literature. The 
literature is reviewed in two ways. Firstly, a critical review looks at palliative care in Ethiopia, 
surrounding African countries and the Middle East. It critiques the varying models of care 
that have been set up and organised in the region under review and discusses the impact of 
charismatic leadership, the lack of government finance, the underlying historical disease 
burden of HIV/AIDS to services, the availability of opioids and the lack of integrated palliative 
care education. The critical review then goes on to discuss broader factors affecting 
palliative care in sub-Saharan Africa and the Middle East. These include: the priority of 
advocacy, the effect of war and poverty on palliative care services, cultural implications and 
the complexity of providing an integrated palliative care service. From this review, gaps in 
the literature are identified, which include the lack of knowledge regarding the model of care 
being implemented in Addis Ababa and the lack of evidence of how the family and the 
community practically care for the dying. Furthermore, with regards to theory, the 
conceptualisation of what is seen as a ‘good death’ in Ethiopia or a similar culture is found to 
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be a gap in the literature. A further review of the literature critically examines research 
surrounding ‘good death’ in order to provide insight into how death is socially constructed 
(Seale 1998). It begins by discussing the historical influences surrounding what is perceived 
as a good death and then goes on to look at the impact of palliative care. Uncontrolled 
death, or what is seen as a bad death, is then considered. This  review then looks at how 
good death varies culturally in the West, Africa and the Middle East and Far East. Finally, it 
identifies cross-cultural factors of a good death, which include: dying trajectory, the role of 
the family, pain and symptom control, emotional care and spiritual care. From these reviews, 
and by considering the gaps in the literature, the following research questions are identified: 
What does the culture of care of the dying look like in Addis Ababa? and, how is palliative 
care practised at present in Ethiopia within the context of a hospice setting? The questions 
will further guide this study. 
After gaining insight from the literature, chapter three discusses methodology and methods. 
Firstly, it discusses finding a suitable methodology and the reason for choosing ethnography; 
it further provides a rationale for employing focused ethnography in particular. It then goes 
on to explore the methods chosen for this study, namely ethnographic interviews, participant 
observation and the use of field notes and a research diary. The ethical implications of this 
study are then discussed. The second part of the chapter provides a complete record of the 
research procedure from the scoping visit, to see if this study was possible, to the 
completion of the second fieldwork visit. It highlights the importance of reflecting on the 
multiple identities of a researcher as, in ethnography, ‘self’ can be described as the primary 
research instrument (Wolcott 1999). The first period of fieldwork uses ‘a big net approach’ 
(Fetterman 2009), in order to observe patterns and behaviours at the hospice and create 
rapport with staff, patients and their families. The second part of my fieldwork focuses on the 
community and records the home visits made and ethnographic interviews performed. The 
chapter then describes how the data gained from participant observation, interviews and 
home visits were analysed using matrix formation and thematic analysis to generate main 
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themes. Finally, it demonstrates the process of data verification, and the importance of 
reflexivity in ethnography. 
The themes provided from the data are then extensively discussed in chapter four. The 
chapter, firstly, looks at two themes that emphasise how patients, family and hospice staff 
communicate with each other verbally. The first theme, ‘Not Wanting to Upset’, shows that 
cancer is not discussed openly in family settings and some patients are unaware that they 
either have cancer or are dying. The hospice staff try to provide a space for openness to 
allow the patient and family to discuss more if they want to, but the underlying rationale is 
the emotional wellbeing of the dying loved one and the essence of ‘Not Wanting to Upset’. 
The second theme offers a linguistic framework, ‘Sick…Very Sick’, and discusses how this is 
employed to discuss the severity of the loved ones’ illnesses. It also demonstrates how 
family members and hospice staff use words of encouragement and accompaniment to 
support the dying loved one. It further offers insight into the use of proverbs and sayings 
when describing a good death in Ethiopia. The third theme, ‘A Stopping of Everything’, 
explores how family members sacrifice to support their dying loved ones. It describes how 
carers sacrifice relationships and how they give of themselves to be available ‘to 
accompany’ their dying loved ones. It goes on to explore how money is given by family 
members in Ethiopia and overseas in order to pay for treatment, which can have 
consequences for other family members. It also details how hospice staff helps the family 
navigate through the financial aspects of making decisions about care. Finally, it describes 
how family carers give up work or studies in order to care for their dying loved ones.   
The final theme, ‘Care is all about Comfort’, offers insight into the practical care provided by 
the family carers and hospice staff and its emotional effect. It identifies that, to make people 
comfortable, ‘the first thing is to make everything clean’, which highlights the importance and 
priority of cleanliness as a form of emotional care. It further shows how carers and hospice 
staff handle body fluids and smell sensitively and treat fungating wounds. Lastly, it explores 
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how the giving of food and the use of touch provide emotional care and comfort to the dying 
person. 
The final chapter of this thesis discusses the findings in light of the literature and then goes 
on to critique the study before its conclusions. Throughout the discussion, the centrality of 
managing emotions is explored through how emotional care is offered and how emotional 
work is performed to care for the dying person. Firstly, the discussion considers the cultural 
dynamic between cancer not being talked about openly and family members trying to protect 
their dying loved one emotionally. It will then go on to consider how hospice staff react to the 
family’s control of information as the hospice staff self-manage their own feelings by 
ultimately deferring to the family with regards to avoiding talking openly about cancer. It then 
offers insight into communication strategies and care used by hospice staff as they present 
themselves as ‘family’. The importance of family is then discussed. Traditional death and the 
modern Western concept of palliative care are considered in the light of an emerging 
Ethiopian palliative care service. It further offers some insight from the study findings to 
highlight what could be considered as a good death in Ethiopia. The chapter then goes on to 
critique, by deliberating over its strengths and limitations. Additionally, it discusses the 
contribution this study makes to knowledge and theory. It further explores the implications of 
this study and makes recommendations from it. Lastly, the chapter offers an overall 
conclusion. Having presented an introduction to the rest of the thesis, this chapter will 
proceed to provide context to the setting of this study by giving an overview of the country. 
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1.4. An Overview of the Country 
  
Having explored the focus of this study and my personal interest in exploring the care of the 
dying situation in Addis Ababa, and given an introduction to the rest of the thesis, this 
section provides context, by giving an overview of the country. Ethiopia is a complex and 
beautiful African country which has many triumphs and problems, and it is the country where 
my research is based. To comprehend the setting for this study, it is important to have a 
general understanding of its uniqueness and flavour. This overview gives a general 
background to the country, people and situation. Firstly, it considers the country and 
describes its geography, history and political situation. Secondly, it offers insight into living in 
Ethiopia. It then narrows its focus and considers the health service and factors that affect 
health. 
1.4.1. Geography 
Ethiopia is situated at the Horn of Africa. It is a land-locked country surrounded by Eritrea, 
Djibouti, Somalia, Kenya, Sudan and South Sudan. Ethiopia is also in close proximity to 
Yemen, across the Red Sea. It is a country with a total area of 1,127,127 square km, of 
which 7,444 square km is water. 
Figure 1: Map of Ethiopia and Surrounding Countries 
 (Ethiopian Embassy 2011) 
    
24 
 
 It has two annual rainy seasons (Pankhurst 1990). However, Ethiopia is a country that 
experiences recurrent drought and famine due to its irregular rainfall (WHO 2009). Ethiopia 
consists of large highlands and remarkable valleys. The Great Rift Valley runs from the 
southwest to the northwest of the country with lowlands and semi-desert. Because of the 
great differences in terrain, there are wide variations in climate, soil and vegetation. The 
highest point in Ethiopia is Ras Dashen, at 4,620 m, and the lowest point is Denakil, at 125 
m below sea level. Since Eritrea’s independence in 1993, Ethiopia has become the most 
populous land-locked country (Hancock et al. 1997). 
Ethiopia is a Federal Republic consisting of nine Regional States; it has a two city 
administration, Addis Ababa and Dire Dawa, with 611 districts and a population of 91.73 
million (World Bank 2012). It is the second most populated country in the African continent. 
The capital of Ethiopia is Addis Ababa, which in English means ‘new flower’. 
1.4.2. History 
Ethiopia has a long and rich history; it is the oldest independent country in sub-Saharan 
Africa and its history goes back to 1,000 BC at the time of the Queen of Sheba. Ethiopians 
get their name from the Greek for ‘aitho’, or burnt, and ‘ops’ for face, and this name was 
used for anyone living south of Egypt. It has had a monarchy for most of its history and has a 
long connection with Christianity. Ethiopia was one of the powers of the ancient world (Gill 
2010). It was historically known as Abyssinia. 
Modern day Ethiopia has seen various trials. In 1930, Haile Selassie became emperor. His 
reign was briefly interrupted by Italian forces in 1936 when they invaded and occupied 
Ethiopia. Haile Selassie then appealed to the League of Nations, but ended up fleeing to the 
UK, where he spent five years until the Ethiopian patriotic resistance forces, with the help of 
the British, defeated the Italians and he returned to his throne. Emperor Haile Selassie 
reigned until he was deposed in 1974 by the ‘Derg’, or committee, headed by Major 
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Mengistu Haile Mariam. The Derg was a group of soldiers that installed a Socialist 
government after killing members of the Royal Family including the Emperor (Gill 2010).  
The Derg chairman, Major Mengistu Haile Mariam, became Head of State when the country 
was militarised by a totalitarian government supported by Cuba and the Soviet Union.  After 
17 years in power, the Derg collapsed after various insurrections resulting in the Ethiopian 
People’s Revolutionary Democratic Front advancing on Addis Ababa, forcing Mengistu to 
flee in 1991. A transitional government was set up with Meles Zenawi as the acting Head of 
State; this led to the formation of a multi-party democracy. Elections for the first parliament 
were held in 1995 (Ethiopian Embassy 2011a). 
 Eritrea gained independence in 1993 following a referendum. However, poor border 
demarcation caused a military conflict that developed in to a full-scale war between these 
neighbouring countries resulting in the deaths of tens of thousands of people (Gill 2010). 
1.4.3. The Current Political Situation 
As already mentioned, Ethiopia is a federal democratic republic. It has both a president and 
a prime minister; however, the prime minster has more administrative power, whilst the 
president acts as more of an executive figurehead. Mulatu Teshome was elected as 
President in 2013 to serve a six year term and Haile Mariam Desalegn is the Prime Minister. 
Haile Mariam Desalegn previously served as Deputy Prime Minister and Minister of Foreign 
Affairs under Prime Minister Meles Zenawi from 2010 to 2012 and took Meles’ place after his 
death in 2012 until the elections in 2015. Meles Zenawi had been the prime minister in 
Ethiopia since the overthrow of Major Mengistu Haile Mariam in 1991. Meles’ party, the 
Ethiopian People’s Revolutionary Democratic Front, won a fourth term in elections in May 
2010; although international observers felt that it fell short of the correct standards. The 
opposition refused to agree with the vote saying it was not free and fair. In 2005, in the 
previous election, there was a time of real unrest where 200 people died and hundreds were 
arrested (Porteous 2010).  
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There are increasing tribal problems in the country which flair up on a regular basis. 
Because of the political situation, international aid is something that causes tension. In the 
past, the UK and America have withheld aid as a protest because of problematic elections. 
More recently, it has been found that multi-million dollar programmes have been used as a 
political tool by the Ethiopian government to control and repress government dissenters 
(Porteous 2010). Furthermore, allegations have been made that the government has forcibly 
moved people from their land in the Gambella region and have resettled them in order to 
provide land for foreign investors. However, the government have denied these claims 
(HRW 2012).  
1.4.4. Living in Ethiopia 
Ethiopia is a poor country. According to the Human Development Index (HDI), Ethiopia is 
ranked 173 out of 187 countries (UNDP 2013). The HDI is a summary index that measures 
the three basic aspects of human development: health, knowledge and income. Eighty five 
per cent of people live in a rural setting (WHO 2009); this has a huge impact on the 
availability of services. Ethiopia has a young population; 44% are under the age of 15 years. 
The average life expectancy at birth is 59 years for males and 62 years for females (WHO 
2014a) whilst in the United Kingdom average life expectancy at birth is 79 years for males 
and 83 years for females (WHO 2014b). Ethiopia is a country with a high infant mortality 
rate, with the probability of dying under five years being 68 per 1,000 live births (WHO 
2014a). By comparison, the United Kingdom has an infant mortality rate of 5 per 1,000 live 
births, by comparison (WHO 2014b). 
Hunger in Ethiopia is a chronic problem; in the past Ethiopia was synonymous with famine, 
and food security still remains an issue (Gill 2010). Food security was defined by the World 
Food Summit in 1996 as: 
‘All people at all times have access to sufficient, safe, nutritious food to maintain a 
healthy and active life.’                                                                               (WHO 2013) 
 
    
27 
 
Over the last thirty years, millions of Ethiopians have required food aid to live on. According 
to the Integrated Regional Information Networks (IRIN), a humanitarian news agency, at 
least five million Ethiopians need food aid for six months in a year to survive (IRIN 2006). 
There is a history of long term dependency, which is a very difficult problem to break 
considering the political, financial and meteorological issues (Gill 2010). Unemployment is 
rife, especially amongst the youth. Agriculture is the basis of Ethiopia’s economy and coffee 
is critical for export. However, some farmers are also growing qat, a mild narcotic leaf that is 
chewed for pleasure, to help supplement their income (Wright et al. 2006). 
1.4.4.1. Languages in Ethiopia 
 
Ethiopia is a land of over 80 languages, some of which do not have a written form. According 
to the 2007 census, the larger language groups are: Oromo 25.5 million (35%), Amhara 20 
million (27%), Somali 4.6 million (6.2%), Tigrean 4.5 million (6.1%), Sidama 3 million (4%), 
Gurage 1.9 million (2.5%), Welayta 1.7 million (2.3%), Hadiya 1.3 million (1.7%), Afar 1.3 
million (1.7%) and Gamo 1.1 million (1.5%) (MFA 2014). The language of government and 
commerce is Amharic. Amharic is an Afro-Asiatic language of the Southwest Semitic group 
and is related to Ge’ez, the liturgical language of the Ethiopian Orthodox Church. It is the 
mother tongue of the Amhara people, predominantly living in the central highlands of the 
country (Kebede 2008). Ge’ez as a language was used from the first to sixth centuries AD 
and was the language of the Aksum Empire; however, after its decline Amharic became the 
language of use. According to Kebede (2008), there has been a greater stress on regional 
languages for learning and literacy in the last ten years, thus people living in Tigre are 
speaking Tigrinya, Oromos are using Oromo and for both Amharic is their second language. 
Amharic has its own script that was derived from the alphabet of ancient South Arabia. The 
earliest traces of written Amharic are from the fourteenth century (OHCHR 1998). 
The concept of playing with words, poetry and hidden meaning is an important part of how 
people talk and is exemplified by the term ‘wax and gold’ (Levine 1965). Donald Levine, an 
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American sociologist, used this title for his work. Levine performed a study investigating the 
Amhara people, which was the largest tribe at the time of his study. He lived with members 
of the tribe for several years and detailed the traditions and social life of the tribe as it began 
to come to terms with changes and the influence of modernity (Levine 1965). The term ‘wax 
and gold’ comes from the fact that wax is a natural secretion of gold which is produced as 
gold is purified and melted in the fire. Metaphorically, the term is used to describe the 
apparent, the meaning on the surface, known as ሰም-‘sem’=wax. The underlying, true, 
deeper meaning is known as ወርቅ ‘werq’=gold (Girma 2011). This concept is found in 
proverbs, poetry and speech. Lakoff and Johnson (2003) argue that one way of evaluating 
which concepts govern our everyday functioning is by looking at language. Levine suggests 
that ‘wax and gold’ contributes to social culture firstly by being a medium for humour, by 
playing on words. Secondly, it is also a way to insult someone in an acceptable way. Thirdly, 
it can be used as a strategy to be ambiguous and to protect someone’s privacy and, finally, it 
can be a way of criticising authority (Levine 1965 and Girma 2011). This idea is exemplified 
by the fact that ‘wax and gold’ is the name given to a compulsory course in secondary and 
high schools in Ethiopia, where children learn about the double-layer of meaning (Girma 
2011).  
1.4.4.2. Family Life 
 
The family is an important part of an Ethiopian’s life. Families live together collectively as a 
unit, with many relatives living together; it is very unusual in this society to live alone. Each 
member has a specific role, depending on gender and age. Women mainly work in the home 
and look after the children or work on the farm in the rural areas (Gill 2010). Active 
participation by women in decision-making regarding family issues such as the utilisation of 
resources or the potential number of children is not always appreciated by their husbands 
(Woldemicael and Tenkorang 2010). However, the family unit is a powerful structure as it 
offers mutual support and care. There is a large Ethiopian Diaspora, mainly living in the 
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United States and the Middle East who often send money back to their families to support 
them (Ethiopian Embassy 2011b). The tribe is an even larger network than the family.  
1.4.4.3. Community Life 
 
As well as the family, a person’s tribe also provides a sense of belonging. Tribes often have 
their own language and culture, and members provide and fend for each other. Community 
life also involves the local neighbourhood, as evidenced by the community financial support 
systems known as ‘iquib’ and ‘idir’ (Bekerie 2003). Iquib is a community association that 
provides substantial rotating funds for members in order to improve living conditions (Bekerie 
2003). An idir is different to this; it is an association established among neighbours or 
workers to raise funds that will be used during emergencies, such as death within these 
groups and their families. Both of these traditional financial associations are embraced by 
Ethiopians across linguistic, religious or ethnic backgrounds. An idir is a long-term 
association which offers social stability when people are dying from HIV/AIDS or cancer and 
that provides financial and practical support for burials (Bekerie 2003).  
1.4.4.4. Religion and Spirituality 
 
Religion is an important part of life in Ethiopia. It can be defined as ‘the life complex of 
practices, norms and structures of a community, which find their origin in a founding 
revelation’ (Stanworth 2004: xvi), and there are major recognisable world religions like 
Buddhism, Christianity, Hinduism, Islam, Judaism and Sikhism, to name but a few. 
Spirituality, on the other hand, is more complex to define as it is not necessarily connected to 
a specific religion (Speck 1998 and Stanworth 2004). Spirituality can be described as ‘the 
interpretive story and ensuing values of an experience that is regarded both human and 
ultimate’ (Stanworth 2004:1). In Ethiopia, a person’s religious affiliation is an essential part of 
a person’s identity, together with their family and tribe. As a foreigner to Ethiopia, when 
meeting someone for the first time it is common to ask the visitor about their religious 
affiliation (Howard 2009). According to the 2007 Ethiopian census records, Christians make 
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up 62.8% of the population (43.5% follow the Ethiopian Orthodox Church and 19.3% other 
denominations); Muslims 33.9%, traditional faiths 2.6% and others 0.6% (MFA 2014). 
Ethiopia is linked historically with Judaism, Christianity and Islam. It is recorded as the first 
country in the world to officially adopt Christianity as a state religion in the fourth century. But 
though no longer the official state religion, it remains the majority faith. Although each of the 
nine states contain followers of all the main religions, Ethiopian Orthodox Christians live in 
the north of the country in the northern Amhara and Tigray regions. Protestant Christians 
tend to live in the South, in the Southern Nations, Nationalities, and Peoples' Region (SNNP) 
and Oromia area. Muslims reside in the east and northeast, particularly the Somali, Afar, 
Dire Dawa and Harari regions (Population Census Commission 2007). Apart from these 
main religions, animistic beliefs and practices can be found in the south and west of the 
country, particularly amongst the Oromo tribes. Furthermore, syncretism of traditional beliefs 
with the main religions is practised (Howard 2009). An example of an expression of 
spirituality in the Oromo area would be divining coffee dregs (Howard 2009).  
Religion has an effect on cultural practices; an example of this would be buying meat. In 
Addis Ababa, there are both Christian and Muslim butchers. This is due to the fact, that the 
animal is slaughtered and prayed over in a different way because of religious practices 
(Kebede 2008). 
 With regards to end of life care, the patient’s religious identity would have an impact on their 
spiritual support. Someone who is from the Ethiopian Orthodox church would seek the 
support of a priest, a Protestant Christian would look to a pastor and a Muslim would consult 
an Imam. Religious leaders play a key role in Ethiopian society and have had a positive 
influence in caring for and educating their communities about HIV/AIDS prevention (Surur 
and Kaba 2000).  
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1.4.5. Health Structure in Ethiopia 
1.4.5.1. Public Health Sector 
Ethiopia is one of the least developed countries in sub-Saharan Africa. Compared to Kenya, 
its healthcare system with regards to infrastructure is about a third of its neighbours, 
although it has double the population (Wamai 2009).  
In 1993, when the Ethiopian People’s Revolutionary Democratic Front came into power, the 
first health policy was written in 50 years. This policy was an attempt to reorganise health 
services and delivery. However, due to lack of investment, and because of the rural 
population and infrastructure, providing a quality service has proven very difficult. The 
government has relied heavily on Non-Governmental Organisations (NGOs) to supplement 
finance and provide services. Ethiopia comprises nine regions, and the health service 
system is federally decentralised into these areas. Although it is decentralised, policy making 
and budgets are centralised (Wamai 2009). The health sector is made up of a three-tier 
health care delivery system. Level one is known as ‘Woreda’ (Amharic) or district level; this 
comprises of a primary hospital (to cover 60,000-100,000 people), health centres (1/15,000-
25,000 population) and their satellite health posts (1/3,000-5,000 population) connected to 
each other by a referral system. The primary hospital, health centres and health posts 
together form what is known as the Primary Health Care Unit (FMOH 2010). Level two is a 
General Hospital offering services to approximately 1-1.5 million people and level three is 
Specialised Hospitals covering a population of 3.5-5 million people (FMOH 2010). 
The health service is very much curative in its make-up and there is a shortage of health 
promotion and preventative services. To complicate this matter further, there is a real doctor 
shortage. The WHO recommendation is a minimum of one doctor per 10,000 people; 
however, Ethiopia has less than a fifth of that ratio, compared to a regional average of 2.2 
physicians per 10,000 people (WHO 2014). However, the government does have plans to 
improve this figure by increasing medical school enrolment (IRIN 2012a). 
    
32 
 
Although there is a struggling health service, there have been noted developments. There 
has been an increase in childhood immunisation and antenatal care. According to Wamai 
(2009), the constraints of the service include a low number of health care facilities, which are 
ill-equipped, badly distributed and need repair and, despite some improvements, Ethiopia 
has a long way to go to provide essential services (WHO 2014). 
1.4.5.2. Private Health Sector 
Local and International NGOs and Community-based Organisations are a very important 
part of support in the private sector and support existing public services. Historically, NGOs 
were first involved in famine disaster work and then moved into development and are an 
important part of the health structure, as the public health service is unable to deal with 
demand. However, in 2009, the government adopted strict laws governing their function and 
restricted the activities of local NGOs who receive finance from foreign sources (IRIN 
2012b). Other services, such as pharmacies and drugmap of  stores, are predominantly 
privately owned. The role of private health clinics is increasing, especially in urban areas. 
1.4.5.3. Traditional Medicine 
Traditional medicine is also used widely in Ethiopia; this is partly out of choice but also, for 
those living in rural areas, out of necessity. Traditional medicine usually involves the use of 
herbs (Pankhurst 1990). Nevertheless, spiritual healing, bone-setting and minor surgical 
procedures are also used. The traditional medicine used in Ethiopia is vastly complex and 
diverse and varies amongst different ethnic groups. Traditional medicine examines the 
‘mystical’ and ‘natural’ causes of an illness and uses a holistic approach to treatment 
(Bishaw 1991). With regards to end of life care, holy water treatment used in the Orthodox 
Church runs side by side with conventional medicine (Wright et al. 2006). Patients from a 
Muslim background have been found to recite certain parts of the Koran and eat certain 
foods. Protestant Christians may go to a traditional healer and use herbs before seeking 
conventional medicine. Pankhurst (1990) suggests that Ethiopians have more confidence in 
traditional medicine than conventional medicine. 
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1.4.6. Problems surrounding Health in Ethiopia 
1.4.6.1. Poverty and War 
The health problems in the country are complex. Poverty has had a huge effect on health, as 
described by an American aid agency: ‘poor health is not only a consequence of poverty but 
also a cause of it,’ (USAID 2009). The acute lack of water is also very real; 37% of the 
population have access to safe drinking water (WHO 2009). Food aid, as already described, 
is essential for a large group of people. 
War is also an issue that has affected Ethiopia’s health provision. For the last three decades, 
until 1991, Ethiopia fought against Eritrea’s independence. Between 1998 and 2000, a 
border dispute caused more fighting. Ethiopia has also been fighting a civil war against 
Tigray’s Peoples Liberation Front. These wars have had an impact on the economic and 
social conditions, causing damage to the infrastructure of the health system (Woldemicael 
and Tenkorang 2010). 
1.4.6.2. Maternal Health 
Another important health issue in the country is maternal health. The maternal mortality ratio 
in 2010 was 350/100,000 live births and skilled attendance at birth is only 10% (WHO 
2014a), compared to the UK, where the maternal mortality rate was 8/100,000 live births 
(WHO 2014b). The statistics for Ethiopia are an improvement on past years, as the Federal 
Ministry of Health has been working towards improving maternal health in their latest five 
year health plan (WHO 2014a). However, violence against women, such as abductions and 
early marriage, according to the WHO, is prevalent (WHO 2014a). In a recent UNICEF 
study, the estimated number of women aged 15 to 49 years who had undergone Female 
Genital Mutilation (FGM) in Ethiopia was 74%. It is interesting to note that, amongst 
Ethiopian women and girls, 41% with no formal education think that FGM should continue, 
compared to 5% of girls and women with secondary or higher education (UNICEF 2013). 
When considering education, illiteracy is a serious problem as it impacts on the efficacy of 
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imparting information, giving of medicines and health promotion. The total literacy rate is 
38%; 50% for males and 26.6% for females (WHO 2009). 
1.4.6.3. Infectious Diseases 
Infectious diseases have been a huge problem. Ethiopia has been brutally affected by the 
AIDS epidemic. In 2010, it was estimated that the HIV+ population was over 1.2 million 
people (NARC 2010). NGOs and the government have been working hard to combat issues; 
there are AIDS resource centres and treatment is available. However, in Ethiopia stigma is a 
real issue, as people do not want to come forward for voluntary testing; many people think 
only someone who is promiscuous will get AIDS. Doctors are unhappy to tell people their 
diagnoses; sometimes on the death certificate tuberculosis is cited, although AIDS is the real 
cause (Wright et al. 2006). From personal experience in nursing Ethiopian AIDS patients, 
communication with patients is extremely hard and often friends and other relatives are not 
informed of the sufferer’s plight. People living with HIV can get anti-retroviral therapy (ART) 
from certain medical facilities and there is an AIDS resource centre. However, it involves 
going to multiple health ‘hubs’ to access services and care (Balcha et al. 2011). 
Tuberculosis (TB) has been a serious health problem in Ethiopia for over sixty years. It is 
ranked 7th out of the world’s 22 high burden countries (WHO 2009). Treatment is integrated 
into the general health services; however, because of limited health infrastructure specific 
services are only available to 60-70% of the population (USAID 2009). The HIV/AIDS 
epidemic and the emergence of multi-drug resistant TB complicates this issue further. 
Malaria is also prevalent in Ethiopia; it is one of the leading causes of morbidity and mortality 
(WHO 2009). It is seasonal and geographical in variation and tends to become an epidemic. 
Leprosy, leshmaniasis, trachoma and other diseases are also significant health issues 
(WHO 2014). 
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1.4.6.4. Gender Roles 
As already mentioned when discussing family life, Ethiopia is a very male dominant society, 
where women and men have specific roles. For example, in some households, an Ethiopian 
man would not enter a kitchen or assist in any food preparation. The men are the leaders of 
the family and take responsibility and make decisions for the family. This can have an effect 
on health care and access. A woman needs permission and finance to take a child to the 
hospital and there can be delays due to her status (Woldemicael and Tenkorang 2010). 
1.4.6.5. Health and Religion 
Religion has an effect on healthcare; as already discussed, it is an important part of a 
person’s life. But it also has an effect on healthcare-seeking behaviour. In a study performed 
in 96 villages in four regions of rural Ethiopia, evidence showed that Ethiopian Orthodox 
Christian-headed households are more likely to seek modern care and to seek it earlier 
compared with Muslim-headed households (Mebratie et al. 2014). Although there was no 
clear reason for this, Mebraite et al. (2014) suggest that the variance between the two 
religions shows a differing level of trust and confidence in the Ethiopian health care system. 
Religious organisations have also had a positive effect on healthcare with HIV education 
programmes; all the major religious groups have been involved with receiving training about 
HIV/AIDS and have taken on roles as educators and counsellors, especially in rural 
communities (Kloos et al. 2003). 
1.5.  Living and Dying with Cancer in Ethiopia 
 
Although there is no country  cancer registry (AFRCN 2014), according to clinical records 
there are 120,500 cancer cases per year (ECA 2011). The top three cancers seen at Black 
Lion Hospital, the national cancer centre, were cervix, breast, and head and neck (ECA 
2011). However, a cancer registry that considers the population in Addis Ababa was started 
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in 2011, where a total of 2,907 cancer cases were registered from January 2012 to 
December 2012, with 1,995 (68.7%) female cancer cases and 912 (31.3%) male cancer 
cases. In Addis Ababa, the leading cancer for men was found to be leukaemia and for 
women is breast cancer at 34% (AFCRN 2014).  
A large number of patients present to traditional healers first before seeking conventional 
medicine. Often patients seek help very late in their disease; therefore, there is a 
subsequently high mortality rate (Dye et al. 2010).The economic burden on the family can be 
significant, as chemotherapy and radiotherapy, if available has to be paid for. For women 
with cervical cancer, a study showed that an average in-patient cost was 329 American 
dollars, 74% of which were medical costs. This figure increased significantly the longer the 
stay (Desalegne 2011). To put this into context, the daily average wage of an unskilled 
labourer is one American dollar a day. An average monthly salary of a new graduate is 
approximately 91 dollars a month (Ethiopian Embassy 2012). Because of the late 
presentation of disease, the importance of palliative care is not to be underestimated (Wright 
et al. 2006). 
1.6. Death and Dying in Ethiopia  
 
As a country, the crude death rate for 2009 was 12 deaths per 1,000 people (UNICEF 2011). 
AIDS/HIV, cancer, car accidents, TB and malaria all are major causes of death. In a recent 
study that looked at deaths in 43 public and private hospitals between 2002 and 2010, of the 
47,153 deaths recorded, 59% were from infectious diseases, maternal and perinatal 
conditions, while 31% were diseases due to non-communicable diseases and 12% to 
injuries (Misganaw et al. 2012). 
1.6.1. End of Life Care in Ethiopia 
There are no real statistics about place of death for Ethiopians but, from speaking to medical 
staff in country, the majority of deaths occur at home, although a WHO report found that 
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most patients would prefer to be cared for in a health facility than at home. However, this 
was written at the height of the AIDS epidemic, where there was concern about how the 
disease was spread (Sepulveda et al. 2003).  
The government hospital and NGOs are the main providers of end of life care for the dying. 
When a patient is in hospital, it is essential that they have a relative or friend who cares for 
them, washes them and buys drugs and equipment for them. With regards to NGOs, there 
has been some significant work on home and community-based care in 14 of the major 
cities, where a particular NGO was offering care to those patients with AIDS (Wube et al. 
2010). It was found that the care needs of patients included lack of food, resulting in patients 
not taking medication (Wube et al. 2010).   
As is evidenced in this overview, Ethiopia is a complex country with multiple problems. It has 
a basic health structure with many gaps in its services (Wamai 2009). However, as a people, 
Ethiopians are warm and hospitable and support each other despite the difficult situation in 
which they live (Woldemicael and Tenkorang 2010). This overview helps to provide a lens 
from which to view this study as it explores the culture of the care of the dying in Addis 
Ababa within the context of the emergence of a palliative care service. To develop this study 
further, the next chapter will go on to examine the literature.  
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Chapter 2 
A  Literature Review of Palliative Care in Ethiopia, 
surrounding African countries and the Middle Eastern 
Region and an Exploration of Good Death  
 
The previous chapter has outlined the background and focus to this study and has provided 
an overview of Ethiopia and its healthcare system. To develop this study further, a review of 
the literature was seen to be the next step. The purpose of the review is to identify literature 
that will facilitate the progress and development of this study. In order to do this, existing 
literature is examined in two ways: firstly, by a review that looks at palliative care in Ethiopia, 
surrounding African countries and the Middle East, and secondly, by exploring ‘good death’ 
literature. It is envisaged that, starting with the wide picture of palliative care provision and 
then narrowing the focus to consider factors that potentially contribute to a ‘good death’, will 
shed light on the current care of the dying situation in Ethiopia. 
To begin with, this chapter describes how the critical review (Grant and Booth 2009) is 
performed. It explores the search strategy and critiquing process adopted. It then goes on to 
discuss the findings. These are presented in two main themes. The first, ‘Models of Care’ 
evaluates the different ways palliative care has been set up and the impact that has to care 
delivery with the countries under review. This theme considers the impact of charismatic 
leadership, the lack of government finance, the historical problem of HIV/AIDS, opioid 
availability and the lack of integrated palliative care education. The second theme, ‘Factors 
Affecting Palliative Care’, explores how the priority of advocacy can assist palliative care 
provision. By contrast, poverty and war can hinder services. This theme then proceeds to 
discuss how cultural awareness plays an important role in providing relevant support to the 
dying person and their family. Finally, it highlights the complexity of the task in providing 
palliative care services to sub-Saharan Africa and the Middle East. 
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From these findings, various gaps in knowledge and understanding were identified. Firstly, 
there is little known about how palliative care is accessed and what palliative care looks like 
culturally with regards to the giving and receiving of care within the context of Ethiopia. 
Secondly, from a theoretical perspective, how death and dying are viewed and understood in 
Ethiopia is also considered.  
The second part of the review of the literature narrows the focus to explore what is meant by 
a ‘good death’. It discusses the changing historical influences of a good death. It examines, 
in contrast, what is an ‘uncontrolled or bad death’ and finally looks at cultural practices 
surrounding good death and cross-cultural similarities found in the literature. By searching 
the literature in these two ways, a comprehensive understanding of existing and relevant 
literature was gained, which led to the development of the research questions used to 
explore care of the dying in Addis Ababa.  
 
 
 
 
 
 
 
 
 
 
 
    
40 
 
2.1. Critical  Review 
 
When thinking about how to search the literature, different typologies were identified, with 
varying methodologies (Hart 1998). After considering different approaches, a critical review 
was deemed the most appropriate (Grant and Booth 2009). A critical review aims to review, 
identify, search for and appraise evidence, in order to critically evaluate what is of value from 
previous studies (Grant and Booth 2009). Furthermore, a critical review offers a ‘launch pad’ 
for a new way of thinking or conceptual innovation (Grant and Booth 2009: 93). It does this 
by identifying the most significant items in the field and evaluates their contribution. This 
critical review provides a narrative on the research reviewed and analyses what is known 
about palliative care in sub-Saharan Africa and the Middle East, with reference to Ethiopia. It 
also discusses uncertainty in the literature and limitations of the findings (Grant and Booth 
2009). The purpose of this critical literature review is to identify appropriate literature that will 
facilitate the progress of this study and will, in particular, influence the development of the 
research questions. Furthermore, it identifies the gaps in knowledge and methodology, and 
explores how these gaps can be met through new research. The critical review is presented 
in two sections: firstly, it details the search strategy and critiquing process used and then 
goes on to discuss the key findings of the review. 
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2.1.1. Search Strategy 
Figure 2: Summary of Search Strategy for Critical Review of Existing Palliative 
Care Literature in Ethiopia and Surrounding Region 
Dates included in search 
Dates conducted 
1993-2014 
Original search carried out in 2010, final 
search carried out in August 2014 
Search engines used The Cumulative Index to Nursing and 
Allied Health Literature (CINAHL), Psych 
INFO, Medline and Science Direct 
Language of Papers English only, some Ethiopian medical 
journals were used in the literature review 
but all were written in English. 
 MeSH and Search terms palliative care, end of life, care of the 
dying, hospice 
sub-Saharan Africa, Middle East, Saudi 
Arabia, Yemen Oman, Jordan, Egypt, 
Kuwait, Iraq, Iran, Syria, Afghanistan, 
Palestinian Authority, Israel, Lebanon, 
United Arab Emirates, Libya, Bahrain, 
Qatar, Ethiopia, Eritrea, Sudan, Somalia, 
Tanzania, Uganda and Kenya 
Librarians contacted and hand-search 
performed 
University of Surrey 
St. Christopher’ Hospice 
Princess Alice Hospice 
Key Protagonists in the field contacted Dr. T. Lynch, Dr. J. Downing. 
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Presently, Ethiopia has limited palliative care provision. Therefore, research studies 
concerning palliative care provision from neighbouring African countries and the Middle East 
region were considered for this study, as these were perceived to be relevant to the 
development of palliative care (see figure 2). Though the literature with regards to palliative 
care is vast, it originates from the West. Therefore, its applicability due to culture and health 
settings can be limited (Saunders and Kastenbaum 1997). For example, in the West, patient 
autonomy is paramount in decision-making. 
 Comparisons to Ethiopia with other surrounding African countries and the Middle East do 
not provide a complete picture as social, cultural and political situations vary. However, in 
Africa and the Middle East, there are some concepts that are similar with regards to end of 
life care. For example in Africa and the Middle East the family are the decision makers 
(Doumit and Abu-Saad 2008). The social context in these countries is predominantly 
collectivist, rather than the individualistic stance in the West (Walter 1994 and Wright et al. 
2006). The economic situation of Ethiopia compared to other surrounding countries and the 
Middle East does vary, so some findings from papers in the Middle East were not relevant 
(WHO 2005). The rationale for using studies performed in the Middle East as well as Africa 
was for two reasons: firstly, the geographical proximity of Ethiopia to the Middle East and, 
more importantly, the cultural similarities of this region to Ethiopia due to its history and 
people as Ethiopians have historical and cultural links to Arab populations (Levine 1972). 
This is illustrated by terminology used to describe Ethiopians. Ethiopians can use the term 
‘habesha’ to describe themselves; this means ‘mixed blood’. ‘Habesha’ is an Arabic word 
and was employed when Semitic people intermarried with traders from Southern Arabia 
during the Axumite Empire in the first century AD (Howard 2009).  
The countries used for data collection in the studies appraised were Saudi Arabia, Yemen 
Oman, Jordan, Egypt, Kuwait, Iraq, Iran, Syria, Afghanistan, Palestinian Authority, Israel, 
Lebanon, United Arab Emirates, Libya, Bahrain, Qatar, Ethiopia, Eritrea, Sudan, Somalia, 
Tanzania, Uganda and Kenya (see Figure 3). However, it is important to note that, within the 
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Eastern Africa and Middle East region, there are differences in the countries’ access to 
palliative care. The International Observatory on End of Life Care originally mapped hospice 
care worldwide. Figure 3 shows the following countries examined in the literature search in 
the specific groups defined by the Observatory. 
 
Figure 3: Levels of Palliative Care Development of Countries examined in  
               Literature Search (Wright et al. 2006) 
 
Group 4 Approaching Integration Israel, Kenya, Uganda. 
Group 3 Localised provision Jordan, Egypt, U.A.E., 
Iraq, Saudi Arabia, 
Tanzania. 
Group 2 Capacity building activity Bahrain,   Iran,     Kuwait, 
Lebanon, Oman, Ethiopia, 
Qatar, Sudan, Palestinian 
Authority. 
Group 1 No known activity Afghanistan, Syria, Libya, 
Yemen, Somalia, Eritrea. 
 
The International Observatory originally created 4 groups to categorise palliative care 
development in a country, as seen above. However, Lynch et al. (2013) reviewed this 
original mapping and subdivided groups 3 and 4 to produce two more levels. The new 
report, now consists of Group 3a) isolated palliative care provision and 3b) generalised 
palliative care provision. Group 4 now has 4a) countries where hospice-palliative care 
services are at a preliminary stage of integration and 4b) countries approaching integration 
with main providers and are recognised by main policy holders. Ethiopia, Kuwait, Lebanon 
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and Sudan see diagram above, have now been re-categorised from Group 2, where some 
capacity building has taken place, to group 3a), which is described as a country where 
palliative care is patchy and funding is mainly from donors. In this category there is limited 
opioid availability and there is a small number of hospice-palliative care services which are 
limited compared to the population of the country (Lynch et al. 2013). Furthermore, Tanzania 
has moved from Group 3, to Group 4a, where there is preliminary stage integration of 
hospice-palliative care services. 
 However, it is interesting to note, that services were counted to inform the choice of each 
category. From 2006 to 2011, Ethiopia has changed from having one hospice in-patient unit 
and home-care service to having a second in-patient facility. It could be argued that this is 
only a small growth and does not warrant a change in category. Furthermore, a critique 
could be made that the standardisation and definition of services are difficult to assess. It is 
also of note, that most data for the new report regarding development was obtained by 
palliative care ‘activists’ in the specific countries and Lynch et al. (2013) suggest this creates 
a potential for inaccuracy. 
A review of current literature was performed to examine the evidence available that 
surrounds palliative care in Ethiopia, the Middle East and surrounding African countries. The 
Cumulative Index to Nursing and Allied Health Literature (CINAHL), Psych INFO, Medline 
and Science Direct search engines were used to access the published literature. This was 
augmented by a hand search of current journals and books. Current journals hand searched 
were European Journal of Palliative Care, Palliative Medicine and the International Journal 
of Palliative Care Nursing. At St. Christopher’s hospice a hand search of abstracts from 
conferences was carried out, including previous African Palliative Care Conferences and 
Worldwide Hospice Palliative Care Alliance Reports. Furthermore, websites such as APCA, 
WHPCA, e Hospice and IAHPC were viewed for current grey literature.  The University of 
Surrey library catalogue was also searched. Although there was a dearth of papers with 
regards to Ethiopia on the subject of palliative care, pertinent themes were found in related 
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studies across the surrounding African countries and Middle East region. Meetings with 
librarians at the University of Surrey, St Christopher’s Hospice (London) and Princess Alice 
Hospice (Surrey) were held and subsequent hand and computer searches for research and 
grey literature were performed.  
2.1.1.1. Inclusion/Exclusion Criteria 
The following key words and phrases were used: palliative care, end of life, care of the 
dying, hospice, in sub-Saharan Africa and the Middle East (see list above of included 
countries). Papers published in the last twenty years were included in the search criteria. 
The rationale for this being that palliative care is a new construct in the region and Hospice 
Uganda, the model hospice for Africa, was started in 1993 (Merriman 2013). Papers 
published in the English language were included in the search. Research pertaining to adult 
end of life and palliative care was also included in the study. Papers were excluded on the 
basis of geographical location and age of patients. For search outcomes and process see 
PRISMA flow chart and table - Appendix 1. 
2.1.1.2. Appraising the Evidence 
The majority of the research papers were either country reports or empirical research that 
predominantly used qualitative methodologies, for example, Bushnaq and Abusuqair (2012), 
Abu Zeniah et al. (2012a) and Machira et al. (2013). The lack of quantitative papers 
indicates the dearth of overall research in this area. Interviews were the main method used, 
for example, Wright et al. (2006) and Aga et al. (2009). Much of the research was carried out 
by concerned parties in palliative care, for example, donors, charities, NGOs and 
international agencies such as the WHO. This may have had an impact on how data were 
obtained and reported (Hart 1998). A matrix of the key studies was made consisting of: focus 
of the research, research methodology, country, sample size, key findings and the relevance 
to this study, in order to help scrutinize the review findings. This can be found in Appendix 2. 
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There is much discussion about evidenced based medicine that encourages practitioners to 
treat patients with the most relevant and up to date evidence. However, what is considered 
the most robust, gold standard evidence is traditionally through Random Controlled Trials 
(RCTs), using a quantitative methodology. Random Controlled Trials are classed by the 
National Health and Medical Research Council as Level 1; they seek to evaluate simple, 
standardized interventions which, in a palliative care setting, are often an issue. Since the 
foundation of palliative care is tailoring multidisciplinary approaches to a patient’s individual 
needs, this does not lend itself to large studies and sampling (Aoun and Kristjanson 2005). 
This is even more of an issue when trying to evaluate studies performed in the developing 
world. Therefore, a different approach of evaluating the palliative care literature needs to be 
considered and Aoun and Kristjanson (2005) argue that the taxonomy of grading the 
literature needs to be re-examined to acknowledge the range of evidence that is relevant to 
palliative care. 
 When evaluating palliative care literature, Aoun and Kristjanson (2005) suggest that 
different types of knowledge should be evaluated to include a broader knowledge base. 
They offer an Equity-based Evidence Framework that is adapted from Kemp et al.’s (2002) 
work that firstly considers instrumental knowledge, which is obtained through random 
controlled trials. Secondly, the framework considers interactive knowledge, which looks at 
experiences, connections and understanding between human beings. Finally, it considers 
critical knowledge, which is obtained from reflection and the consideration of contextual 
factors. By having a wider approach to knowledge and the emphasis being not merely on the 
design, Aoun and Kristjanson (2005) argue that studies can be more accurately assessed for 
their usefulness in the discipline of palliative care. When evaluating the literature from the 
review, the majority of the papers obtained would be considered to offer interactive and 
critical knowledge (Aoun and Kristjanson 2005); this was detailed on the matrix of findings 
(see Appendix 2). 
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2.1.1.3. Critiquing Strategy 
For this critical review, a critical appraisal tool was used to determine quality and relevance 
for this study. There are multiple critical appraisal tools to support the researcher when 
analysing literature review results, CASP Critical Appraisal Skills Programme (CASP 2013) 
being one of them. However, the tool used for this literature review was an adapted method 
used for qualitative data analysis (Neill 2000). The papers involved are small-scale, 
predominantly qualitative studies, therefore this tool was deemed to be appropriate. The tool 
that provided a framework to critically analyse each paper was a combination of 
Sandelowski’s (1995) and Gould’s (1994) critiquing strategies. The method used for 
considering each paper consisted of examining: its focus, its paradigm (qualitative or 
quantitative), the data collection method, location and sample size. Finally, key findings were 
noted and then the paper was evaluated and graded by the researcher for its 
appropriateness to the situation in Ethiopia. See Appendix 1-2 for grading criteria.  
2.1.1.4. Synthesis of Themes 
After analysing the papers using the critical appraisal tool, themes were generated by 
reading each paper several times; major themes were identified and grouped together. 
These themes and sub-themes were then re-examined so that the content of each theme 
could be identified for consistency and incongruity (Neill 2000).  As each section of the 
review was written, I referred back to the original papers, checking for accuracy and using 
details from each paper to exemplify the theme (Neill 2000). The majority of the papers 
described palliative care set up, implementation, and issues surrounding palliative care 
services, and this is reflected in the themes generated (see Appendix 3).  
2.1.1.5. Defining Care of the Dying 
When analysing the data, different definitions were used to explain how care of the dying is 
described; these were explored to their particular meaning. The majority of papers used ‘end 
of life’, ‘palliative care’ and ‘hospice’ when discussing the care given to patients at the end of 
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their lives. These phrases tended to be used interchangeably. The phrase ‘palliative care’ 
was predominantly used in accordance with the current WHO definition, which is: 
  
‘Palliative care is an approach that improves the quality of life of patients and their 
families facing the problem associated with life-threatening illness, through the 
prevention and relief of suffering by means of early identification and impeccable 
assessment and treatment of pain and other problems, physical, psychosocial and 
spiritual.’                                                                                                     WHO (2002) 
 
 
This definition of palliative care encompasses a time trajectory that starting at diagnosis and 
going beyond death to bereavement care of the family. However, in many studies in sub-
Saharan Africa and the Middle East this trajectory of diagnosis to bereavement was not as 
obvious as in the West (Aga et al. 2009). This was mainly due to the lack of cancer 
screening and treatment facilities available in the region (Dye et al. 2010). This resulted in 
many of the patients presenting with advanced cancer already needing ‘end of life’ care 
(Sepulveda et al. 2002). Furthermore, the original WHO palliative care focus was providing 
care for cancer patients. However, with this newer definition of palliative care (WHO 2002) 
the emphasis is on life-threatening illness, which includes HIV/AIDS, motor neurone disease, 
muscular dystrophy, multiple sclerosis, end stage dementia and heart and renal conditions 
(Pastrana et al. 2008). In sub-Saharan Africa and the Middle East, the studies explored 
palliative care provision for cancer patients and people living with HIV/AIDS (Radbruch and 
Radbruch 2008). 
 When considering Ethiopia, the WHO definition of palliative care is not part of government 
policy and there are no government programmes offering palliative care (Kassa et al. 2014). 
However, the concept of providing care for dying patients was found to be incorporated in 
the term ‘care and support’ in national policy documents describing patients living with AIDS 
(Alexander et al. 2012). The term ‘care and support’ is used extensively by the American 
donor organisation, President’s Emergency Program For AIDS Relief (PEPFAR), which 
supports Ethiopian AIDS projects (Alexander et al. 2012). It could be argued that the use of 
‘care and support’ in national policy documents highlights the influence of international 
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financial donors in supporting the struggling Ethiopian health care system (Wamai 2009, and 
Gill 2010).  
‘End of life’ has multiple definitions, but is generally used as an overarching term to describe 
the last stage of someone’s life. A definition from the United Kingdom suggests that ‘end of 
life care’: 
 
‘Helps all those with advanced, progressive, incurable conditions, to live as well as 
possible until they die. It enables the supportive and palliative care needs of both 
patient and family to be identified and met throughout the last phase of life and into 
bereavement. It includes the supportive and palliative care needs of both patient and 
family to be identified and met throughout the last phase of life and into bereavement. 
It includes physical care, management of pain and other symptoms and provision of 
psychological, social, spiritual and practical support.’ 
National Council for Palliative Care UK (2007:3) 
 
With regards to the papers reviewed, the term ‘end of life’ was used when discussing caring 
for patients who were near to death (Abu Zeniah et al. 2012a). Another term used to 
describe how people care for their dying was the term ‘hospice’. ‘Hospice’ as defined by the 
International Association for Hospice and Palliative Care is: 
‘A program of care for the dying, a type of care synonymous with palliative care, or a 
location of care in the community, a reflection of scientific thinking regarding end of 
life’ .                                                                                         IAHPC, Pallipedia 
(2009) 
 
Hospice as a programme of care can incorporate various models (this will be discussed as a 
theme in the findings of the review, see 2.1.2.1). In the papers reviewed, the term ‘hospice’ 
was used to include in-patient and/or community based models (Kikule 2003 and Merriman 
2013). However, Di Sorbo (2011) acknowledged that in America ‘hospice care’ is limited to 
describe only the terminal phase of a patient’s illness. This, he argues, is due to the 
American insurance-based health care system that requires a prognosis to access finance 
for end of life care provision. He suggests that this limits care and, furthermore, suggests 
that lessons can be learned from Africa, where there is a wider view of caring for the dying, 
and a prognosis is not required (Di Sorbo 2011).  
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As can be seen from the definitions presented from the papers reviewed, describing caring 
for the dying is problematic as there is not a universal term or meaning. It is interesting to 
note, that as early as 2003, definitions surrounding the provision of ‘palliative care’ were 
being written with each new service (Doyle 2003) and there still remains no consensus 
(Pastrana et al. 2008). 
2.1.2. Findings of the Review 
After evaluating the literature, two main themes were found, namely, ‘Models of Care’ and 
‘Factors affecting Palliative Care’. In the first theme, how different countries used varying 
models of care will be discussed. This theme will then go on to explore the way in which the 
set-up of a model of care influences care delivery. This includes leadership, lack of 
government involvement with funding, the historical impact of HIV/AIDS, opioid availability 
and, finally, education regarding palliative care for health professionals and the Public. The 
second theme, ‘Factors affecting Palliative Care’, will consider the broader issues that shape 
care of the dying in the countries explored. These consist of the priority of advocacy for 
palliative care on both a macro level, such as global health networks, and the micro level of 
individual palliative care initiatives. It will then go on to evaluate the effects of poverty and 
war on providing care, and the relevance of culture in providing appropriate support for the 
dying person and their family. Finally, this theme will explore the complexity of the task in 
providing palliative care services to sub-Saharan Africa and the Middle East. 
2.1.2.1. Models of Care 
A model of care is described as an overarching design for the provision of a particular type 
of health care service (Davidson et al. 2006). In this study, the service is providing palliative 
care for the patient and family. The first modern model of palliative care was founded in the 
UK by Cicely Saunders (Saunders 1996). It commenced with the founding of an in-patient 
unit, St Christopher’s Hospice and further led to the forming of a home-based service. From 
this model, the concept of palliative care was then taken to other countries.   
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Palliative care is a relatively new approach in caring for the dying in sub-Saharan Africa and 
the Middle East (Bingley and Clark 2009). Consequently, many of the papers discuss what 
palliative care services look like in the region, specifically how they have been planned and 
set up (Wright et al. 2006, Alsirafy 2009 and Ddungu 2011). Various models of care are in 
use and started either in a hospital or in a community setting. A brief description of a hospital 
and community-based model will be offered before critiquing how the set-up of a model of 
care has an influence on care delivery.  
Hospital based palliative care is found in Jordan, Egypt, Saudi Arabia, Qatar and Tanzania 
(Stjernswärd et al. 2007a, Alsirafy et al. 2010, Abu Zeniah et al. 2012a and Nanney et al. 
2010). In these settings, a palliative care unit was set up alongside existing medical services 
attached to the oncology unit of a hospital, offering pain and symptom control. With the 
palliative care unit being in close proximity to the oncology unit, it allows for patients to be 
transferred easily as their conditions deteriorate (Abu Zeniah et al. 2012b).  
However, it can be argued that the problem with this type of ‘model’, is that hospital based 
units only offer care for those sub-acute palliative care patients who need symptom control 
(Alsirafy 2009 and Abu Zeniah et al. 2012b) as, traditionally, the preferred place of death is 
at home (Qasem 2010). Therefore, the stand alone hospital based model of care is unable to 
provide complete care for the dying person and the family unless a home-based service is 
offered (Alshemmari et al. 2010). It is interesting to note that Saudi Arabia, Jordan and 
Tanzania, several years after developing a hospital based model, introduced home-based 
care to offer support for patients who are actively dying (Nanney et al. 2010 and Abu Zeniah 
et al. 2012b). Furthermore, Kuwait, which is presently planning palliative care, has identified 
the need for both hospital and home-based care from the outset (Alshemmari et al. 2010). 
The services started in the community offer a different approach. Palliative care services 
may commence with home-based care and later on there may be a need for an in-patient 
hospice facility (Downing 2006). An example of this model is Uganda, which is known as ‘the 
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hospice model for Africa’. Unlike Jordan, Egypt, Saudi Arabia and Qatar (Stjernswärd et al. 
2007b, Alsirafy et al. 2010 and Abu Zeniah et al. 2012a), the home-based service provided 
in Uganda and other countries in Eastern Africa is not an extension of existing medical 
services. It is interesting to note that Ethiopia also began with a home-based model which 
then led to an in-patient facility, thus adopting a similar set up to that of Uganda (Bingley and 
Clark 2006). Although the hospital and community based models offer different approaches, 
the reviewed papers suggest that the way a model of care has been set up has an impact on 
care delivery.  
Above is a description of hospital and community based models. However, models can also 
be planned using theories; an example of this is using Soft Systems Methodology (SSM). 
SSM is a problem solving approach which has been developed from systems engineering 
(Checkland 1989). This approach is defined as ‘the selection of an appropriate means to 
achieve an end which is defined at the start and thereafter taken as given’ (Checkland 
1989:274). The SSM approach has multiple stages in its methodology, but an essential part 
is ‘formulating root definitions’ (Checkland 1989: 86). For this Checkland uses the following 
mnemonic: CATWOE (i) Customers, (ii) Actors, (iii) Transformation (iv) ‘Worldview’, (v) 
Owners, and (vi) Environmental constraints (Checkland 1985). To plan a model, Checkland 
argues if each of these points is defined it allows for models to be built (Checkland 1989).  If 
this model is applied to palliative care in Ethiopia, the customers would be patients, family, 
and the surrounding community. Actors would be nurses, doctors, allied health care 
professionals and other community leaders who provide palliative care. The transformation 
process is the purposeful activity which is the giving and receiving of care. The 
‘Weltanschauung’ or worldview would be a definition of what view of the world is meaningful 
(Checkland 1989). The owner according to Checkland is the person or organisation that 
could stop the activity (Checkland 1989) this could be the government or Director of the Non-
Governmental Organisation in the case of palliative care. Environmental constraints that 
could be identified using this model for the situation in Ethiopia would include bad roads, 
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information availability, lack of staff and finance. These root definitions are the building 
blocks that can influence the setting up of models of palliative care delivery if a Soft Systems 
Methodology is employed. 
The influences of hospital and community based models of care will be discussed and 
critiqued below. 
2.1.2.1.1. The Impact of Charismatic Leadership  
Leadership was found to have an impact on models of care in various ways. Firstly, the 
majority of the palliative care models evidenced in this review demonstrate ‘concerned’ 
individuals starting up a service. This can be seen in Uganda, where Dr Merriman, the 
founder of Hospice Uganda, started out with a team of three people, funding for three 
months and an old Land Rover jeep to start home-based care (Merriman 2010a, Ddungu 
2011). This is further highlighted in Jordan, where Mr Hussein Tabari had a vision of 
‘Freedom from Cancer Pain’ and made multiple requests to the WHO to establish a 
programme (Stjernswärd et al. 2007a). However, the genesis of these palliative care 
services started with individuals rather than government involvement. This is in contrast to 
the WHO palliative care strategy, which originally defined three ‘pillars’ to support the 
planning of care, namely: government involvement, education and the availability of opioids 
(WHO 1990). The first pillar, government involvement, involves providing finance and 
policies to allow widespread coverage of a palliative care service by integrating it with 
existing health services (Sepulveda et al. 2002). However, because palliative care services 
have been started by individual concerned health care practitioners rather than direct 
government planning (Harris et al. 2003, Bingley and Clark 2006, Stjernswärd et al. 2007b 
and Alsirafy et al. 2012), it has created a situation where there are ‘islands of excellence’ or 
‘demonstration projects’ (Sepulveda et al. 2002 and Stjernswärd et al. 2007b). These include 
Zimbabwe's Island Hospice Service, Hospice Africa Uganda, Nairobi Hospice and 
Tanzania's Ocean Road Cancer Institute (APCA 2014b). Notwithstanding their impact on the 
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advent of palliative care to the various countries, these individual pioneering projects merely 
demonstrate what would be required for a national scale up of services (APCA 2014b) rather 
than wide-spread country coverage and government involvement. It is interesting to note that 
charismatic leadership was vital in the genesis of the palliative care movement in the UK. 
Nevertheless, in itself, it was not enough to allow for the scaling up of services (Clark et al. 
2007) and further highlights the importance of government involvement.  
Another way leadership has had an impact on the model of care is to do with culture. As 
already highlighted in this section, the genesis of the modern palliative care movement 
began in the West (Clark et al. 2007), developed around a philosophy of bio-medical ethics, 
patient-autonomy and openness when discussing a patient’s condition and quality of care 
(Walter 2003). Palliative care was brought to sub-Saharan Africa and the Middle East either 
by Western health-care professionals bringing the concept to a particular country, such as in 
Uganda where Anne Merriman, originally a consultant geriatrician in Liverpool came and 
started a model of care (Goody 2003, Ddungu 2011), or by interested parties hearing about 
palliative care. An example of this is found in Jordan, where in 1985 Crown Prince Hassan 
expressed an interest in palliative care, which led to two nurses from Macmillan Cancer 
Relief in the UK coming to Jordan in 1986 to do a country palliative care needs assessment 
(Wright et al. 2006). Many palliative care services were started by international faith-based 
organisations such as in Tanzania, where Christian hospitals play an important role in health 
provision and have extended their services to include palliative care (Wright et al. 2006). 
Therefore, as illustrated above, palliative care as a medical concept is not indigenous to sub-
Saharan Africa and the Middle East and, therefore, there has been a need to make cultural 
adaptations to make services suitable for the varying countries’ needs. Although the above 
groups have been the driving force behind the genesis of palliative care, a critique could be 
made that some services are not, at present, tailored to specific cultural populations 
(Harding and Higginson 2005, Powell et al. 2014). The African Palliative Care Association 
further acknowledges the British influence on palliative care in Africa and the need of 
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culturally appropriate services (APCA 2014b and Clark 2007). This critique suggests that 
attention needs to be taken to ensure that palliative care in Africa and the Middle East does 
not become an example of modern colonial medicine where there is a clash in African and 
European ideologies (Musisi and Musisi 2007). An example of this is found in Tanzania, 
where international doctors were found to have different ideas about talking to patients about 
cancer to their local counterparts (Harris et al. 2003); this will be discussed further in the next 
part of the literature review. 
With regards to leadership in Ethiopia, palliative care is being spearheaded by local 
champions (Kassa et al. 2014), although there has been some intervention by the World 
Health Organisation. Addis Ababa was selected as the target area for a demonstration 
project in 2002 (Sepulveda et al. 2002). The present situation shows that there is no national 
coverage, and service is limited to the work of two local NGOs, despite the hard work of local 
champions (Kassa et al. 2014). 
A response to the problem of different cultural ideologies from non-local input and slow up 
scaling of services can be found in the work done in Kerala, India. Since 1996, Kerala has 
been practising de-centralised planning of health care. This has led to local self-
governments, which have engaged with the local community to identify patients who care, 
offer guidance for treatment, need home care and also to equip primary health care workers 
including their use of appropriate medicine (Jack et al. 2011, Thayyil and Cherumanalil 
2012). This grass-roots approach allows for wide coverage in a comparatively short period of 
time and, furthermore, encourages the community to find solutions together when providing 
palliative care (Thayyil and Cherumanalil 2012).This project although not in the sub-Saharan 
Africa and Middle East, was mentioned in the reviewed papers as an example of integrated 
care (Jack et al. 2011). When considering Ethiopia, some local stakeholders involved in 
planning palliative care have already visited Kerala to look at the work being carried out and 
they felt that a community-led initiative model might be a potentially suitable way forward for 
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Ethiopia, due to the fact that there are many functioning community associations already in 
place (Wube et al. 2010). A further impact on the setting up of a model of care is finance. 
2.1.2.1.2. The Lack of Government Finance 
As already discussed, the genesis of palliative care in sub-Saharan Africa and the Middle 
East was brought about by charismatic leadership that has created ‘islands of excellence’ of 
palliative care (Stjernswärd et al. 2007a). One of the major influences that have further 
affected the set-up of appropriate models of care has been the lack of financial investment. 
The majority of hospice services are not an extension of existing medical services, as they 
were started through NGOs and charities that predominantly started a home care service or 
set up an in-patient hospice facility, as is in the case of Ethiopia (Wright et al. 2006). Egypt 
had up until recently only one small charity-funded service (Bingley and Clark 2009) but, in 
2008, a palliative care medicine unit attached to an oncology centre was established 
(Alsirafy et al. 2010). In countries such as Somalia, Libya, Yemen, Afghanistan, Syria and 
Eritrea where there is no official palliative care services, patients can only access end of life 
care, such as pain and symptom control, from existing health care systems provided by the 
government and limited private enterprises (Ayers 2006 and Wright et al. 2006).  
Because the finance for palliative care in the majority of cases in sub-Saharan Africa and the 
Middle East has been limited to private charitable donations, it has had a huge impact on the 
overall availability of the service (Wright et al. 2006 and Ddungu 2011). It is interesting to 
note that the infrastructure that has the greatest impact on the palliative care needs 
discussed in the literature is that of national governments and the lack of financial support 
given by them for palliative care (Sepulveda et al. 2002, Harding and Higginson 2005, 
Webster et al. 2007, Stjernswärd et al. 2007b; Lohman 2008, Bingley and Clark 2009, Daher 
2010, and Schaepe et al. 2011). 
However, regarding the lack of government financial involvement, a critique would be to 
highlight the fact that many of the countries in sub-Saharan Africa are extremely poor. The 
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opposing argument is that there are so many other health priorities in sub-Saharan Africa 
and the Middle East. Using HIV/AIDS in sub-Saharan Africa as an example, government 
agenda appears to be investment into treatment; consequently, palliative care is not seen as 
of primary importance (Alexander et al. 2012). This is further highlighted by Lynch et al.’s 
(2013) mapping of palliative care provision, where he argues that, in many countries, there is 
a strong association between human development and palliative care. As discussed in the 
introductory chapter (1.4.4.), Ethiopia is a poor country and is ranked 173 out of 187 
countries according to the Human Development Index, which measures three basic aspects: 
health, knowledge and income (UNDP 2013), and only has very isolated provision of 
palliative care services (Lynch et al. 2013). Therefore, this demonstrates the lack of 
government finance available and the fact that palliative care is not a government priority in 
Ethiopia. A further influence on the way in which the set-up of a model of care impacts care 
delivery is the underlying burden of disease. 
2.1.2.1.3. The Underlying Historical Disease Burden of HIV/AIDS  
When setting up a model of care, the predominant illnesses that require palliative care affect 
care delivery. For example, with the genesis of palliative care in the UK, the service was 
primarily tailored and financed to support patients who were dying with advanced cancer. 
Later on, as the service developed, patients with end-stage neurological conditions and 
patients dying of HIV/AIDS were then considered. This is an important point to bear in mind 
because the evidence available, which discusses the beginning of palliative care in African 
settings, primarily focused on the needs of people living with HIV/AIDS rather than the wider 
palliative care population, such as patients with cancer and other life-threatening illnesses. 
Hartwig et al. (2010) states that palliative care is still an important part of HIV/AIDS care. 
However, the opposing side of the argument is that with the advent of anti-retroviral therapy 
(ART) (Balcha et al. 2011) and the rise of cancer incidence (Reeler et al. 2008), palliative 
care services in sub-Saharan Africa need to refocus their efforts to consider cancer.  
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There is a growing non-communicable disease burden amongst the countries highlighted in 
this review. In 2002, the WHO estimated there was 0.5 million deaths per year from cancer 
in Africa (Sepulveda et al. 2002). This statistic has risen considerably and cancer deaths are 
estimated to contribute to 3.9 million deaths in Africa by 2020 (WHO 2011). Unfortunately, 
due to the exclusive focus and investment into HIV/AIDS curative projects, palliative care 
and the whole issue of cancer has been lacking government involvement with finance and 
planning (Harding and Higginson 2005, Webster et al. 2007 and Alexander et al. 2012). 
The HIV/AIDS pandemic has had an effect in the set-up of palliative care services in 
Ethiopia. As already mentioned at the beginning of this chapter (2.2.1.5), PEPFAR has been 
an important financial contributor to HIV/AIDS programmes in Ethiopia and this has affected 
how care of the dying has been defined by the Ethiopian government in policies using 
PEPFAR terminology ‘care and support’. The evidence on palliative care services is scarce 
in Ethiopia; one paper discusses how an international Non-Governmental Organisation 
taught carers home care for patients who were bed ridden with HIV/AIDS and offered 
financial support. Nevertheless, the initiative did not offer pain relief and symptom control 
thus, it could be argued, was not offering palliative care according to the WHO definition 
(Wube et al. 2010). This highlights that, in Ethiopia, like other sub-Saharan African countries, 
with the emphasis and funding being on HIV/AIDS, there is limited health infrastructure and 
funding for patients with advanced cancer and in need of palliative care (Kassa et al. 2014). 
A further impact to care delivery affecting the model of care is the availability of opioids. 
2.1.2.1.4. The Availability of Opioids in the sub-Saharan African and Middle Eastern 
Region 
An important way of treating patients with pain is through the use of opioids (Lohman 2008). 
Opioids are the name given to a group of drugs which are widely used for pain relief in 
palliative care. Opioids are synthetic narcotics, whilst opiates are natural, derived from the 
poppy plant. When discussing definitions surrounding care of the dying earlier in the chapter 
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(see 2.1.1.5), the World Health Organisation definition of palliative care highlights  ‘treatment 
of pain’ as an integral part of care (WHO 2002). The WHO further emphasises the 
importance of pain relief in its palliative care strategy and identifies the availability of opioids 
as one of the ‘pillars’ to support the planning of care (WHO 1990). Therefore, according to 
the WHO’s policy, opioids are essential to setting up a model of care. However, a critique of 
this stance is that, amongst the papers reviewed, multiple barriers were highlighted that 
affect the availability of opioids in the region. The lack of opioids in turn has an impact on 
care delivery, as health care professionals are unable to provide adequate pain and 
symptom control (Lohman 2008 and Bingley and Clark 2009).  
The first barrier identified that affects opioid availability is the narcotic control drug practices 
that limit access to morphine. The Middle East Cancer Consortium (a group of 6 countries: 
Cyprus, Egypt, Israel, Jordan, the Palestinian Authority and Turkey) reports that opioids are 
available in their respective countries (Bingley and Clark 2009).  However, Jordan only has 
temporary regulations that allow the prescription of opioids (Bingley and Clark 2009). In 
Egypt, there are also strict narcotic laws. According to Alsirafy et al. (2012), Egyptian cancer 
patients in need of strong pain relief only have access to 60mg of morphine a day, which for 
seventy four per cent of patients treated was not enough to control their pain and discomfort. 
Therefore, a combination of other pain relieving drugs had to be used in conjunction with the 
morphine to ensure that patient received adequate pain relief (Alsirafy et al. 2012). To solve 
this problem, it could be argued that the narcotic drug laws should be relaxed so that opioids 
are made available in the region. However, the other side of the argument is that there is a 
lack of knowledge amongst health care practitioners in how to use opioids, or 
‘opioignorance’ (Gwyther et al. 2009) and, unless this is tackled by education, opioids should 
not be readily available as they are strong drugs that can be dangerous if not handled 
properly. The WHO has been working to help governments with this situation and has 
provided guidelines for countries to assess their policies with regards to opioid control and 
set systems in place (WHO 2000). Silbermann (2010) and Daher (2010) concur with the 
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WHO and suggest that there is a ‘treatment gap’, the difference between what can be done 
and what is done for cancer pain. They all argue that such gaps can be narrowed by the 
education and training of health care workers, thereby reducing opioignorance (Gwyther et 
al. 2009, Bushnaq and Abusuqair 2012 and Zeniah et al. 2013) and increasing opioid 
availability, thus improving palliative care services. 
A further barrier to widespread use of these drugs is ‘opiophobia’ by the general public. 
People were reported to be afraid to take opioids as they fear that the drug is addictive and 
hallucinogenic, which has consequently led to poor or inadequate symptom control 
management (Alsirafy 2009 and Zeniah et al. 2013). This finding in the papers reviewed is 
not merely limited to sub-Saharan Africa and the Middle East. Historically, in the UK, it was 
not until Cecily Saunders’ work on pain management and the subsequent start of palliative 
care, that ‘opiophobia’ began to be addressed (Baines 2011). A case could be made, that 
unless health care professionals’ ‘opioignorance’ is adequately dealt with (Gwyther et al. 
2009), the general public, not have the experience of seeing how opioids can treat pain 
effectively, will remain ‘opiophobic’. 
Another barrier highlighted in the papers reviewed was that of the cost of opioids. Webster et 
al. (2007) argue that morphine is a low cost medication of choice for ‘resource-poor’ 
countries. However, cost is severely affected if ‘branded’ medication is supplied rather than 
the cheaper generic form of the drug. Webster et al. (2007) found that drug companies tend 
to supply expensive brands rather than generic morphine. This being the case, cost is a 
matter of concern when considering widespread opioid availability in the region (Bingley and 
Clark 2009 and Merriman 2010b). 
Nevertheless, two examples of how the problem of cost can be overcome are demonstrated 
by the work of Dr Anne Merriman in Uganda. Firstly, before she started her project, she 
negotiated with the government to provide morphine (Merriman 2010b). Secondly, as the 
project developed, she managed to get permission for their hospice pharmacy to make oral 
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morphine from morphine powder, thus reducing the cost of production. The pharmacy has 
government authority to perform this task and is monitored by the National Drug Authority 
(Ddungu 2011). Although these two initiatives appeared to address the issue of cost, the 
International Narcotics Control Board (INCB), that monitors the global availability of narcotic 
drugs, claims that overly restrictive policies, manufacture, distribution and exaggerated fears 
of addiction all affect the underuse of morphine in palliative care (WHO 2000). 
When focusing on the situation in Ethiopia, opioid availability is very limited. Harding et al. 
(2010) performed a cross-sectional survey of 12 African countries and reported that, in the 
care facility used in the study in Ethiopia, morphine, codeine and pethidine were not 
available. However, in 2011, in an Ethiopian Palliative Care newsletter, it is reported that 
Ethio-Morph syrup (morphine sulphate) was officially launched on 9 October 2010. The 
formulation process was undertaken by the Research and Development Department of the 
Ethiopian Pharmaceutical Manufacturing Factory (EPHARM), (Azmera 2011).  As already 
mentioned, oral morphine is only supplied to two government hospitals in Addis Ababa at 
present. The breakthrough of oral morphine being manufactured in the country is an 
important part of supporting people in pain. However, it can be argued that opioid production 
is only one of the multiple factors that affect availability for the patient. These include cost, 
access for people living in the rural areas, bureaucracy, lack of prescribers and pharmacists, 
and opiophobia (Silbermann 2010, Daher 2010 and Harding et al. 2011).  
When setting up a model of care, opioid availability has an impact on care delivery. If the 
correct drugs are not available to treat pain, health care professionals are unable to provide 
adequate pain and symptom control. Furthermore, the papers reviewed demonstrate that, if 
steps are not made to ensure ‘in-country’ morphine production, as in the case of Uganda 
(Ddungu 2011) and more recently in Ethiopia (Azmera 2011), the cost of morphine for 
widespread palliative care is prohibitive. When looking at opioid availability and the factors 
surrounding it, Ethiopia still has a long way to go before opioids become generally available. 
The final influence in how the set-up of a model of care impacts care delivery is education. 
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2.1.2.1.5. The Lack of Integrated Palliative Care Education 
Palliative care education has various facets and there are multiple stakeholders. The WHO, 
in their original palliative care strategy, highlighted the importance of education (WHO 1990). 
This was further emphasised when the strategy was revised to include education for policy 
makers, health care workers and the public (Stjernswärd et al. 2007b). Although education is 
seen as priority in the WHO strategy, the findings illustrate a lack of integration of palliative 
education into existing medical educational programmes. There was wide agreement in the 
studies reviewed that a knowledge-base of palliative care needs to be integrated into 
undergraduate training of nurses, doctors, pharmacists and other allied health care 
professionals (Lohman 2008, Webster et al. 2007, Daher 2010, Stjernswärd et al. 2007a, 
Bushnaq and Abusuqair 2012, Machira et al. 2013 and Zeniah et al. 2013). Nevertheless, 
Uganda appears to be the only country that offers palliative care courses to a postgraduate 
level (Merriman 2010a). A case can be made that the lack of educational integration into 
existing medical programmes mirrors the situation of palliative care services in the region, 
which are also not integrated into existing medical services. However, to counter the 
argument with regards to the lack of integrated palliative care education, the reviewed 
papers demonstrate how model of care set-up has an impact on education. As with services, 
if education is only promoted by charismatic leadership (Stjernswärd et al. 2007a) combined 
with a lack of government funding and involvement, education is then not the priority and the 
focus of the model of care is service provision (Bushnaq and Abusuqair 2012 and Zeniah et 
al. 2013). 
The evidence that palliative care in the region is service rather than educationally led is 
demonstrated in a study in Kenya. Machira et al.’s (2013) ethnographic study revealed that, 
at this present time, no undergraduate nurses have received palliative care training from 
nursing schools, even though Kenya is classified in the most developed group of palliative 
care provision by the International Observatory (Wright et al. 2006). In Jordan, rather than 
integrating education into existing medical training, a bedside training programme was rolled 
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out to clinicians. However, when follow-up was performed to see their effectiveness, it was 
found that only doctors, nurses and pharmacists that came as teams to the course and had 
good administrative support applied the knowledge and skills gained (Stjernswärd et al. 
2007a). However, a critique of service-led palliative care emphasises the importance of 
palliative care provision and palliative care education for health professionals in the region 
going hand in hand to develop a complete service (Downing 2006).  
One of the consequences of palliative care not being integrated into existing medical 
education is how health care professionals working in mainstream services perceived 
palliative care. Attitudes towards palliative care were varied amongst these health care 
professionals. In Lebanon, a study showed that over twenty-four per cent of oncology nurses 
believed that palliative care destroyed patients’ hope and could lead to despair and 
depression (Huijer et al. 2009). In Ethiopia, a quantitative study performed amongst 341 
nurses working in both governmental and non-governmental hospitals found that nurses 
working in a non-governmental hospital had a 71.5% unfavourable attitude towards palliative 
care compared to another government hospital (Kassa et al. 2014). Interestingly, Kassa et 
al.’s (2014) study further suggests that the nurses’ lack and level of palliative care education 
had a significant association with their attitude towards palliative care services. This 
highlights the argument that health care professionals working in mainstream medical 
services have concerns about palliative care services and this is linked to lack of education 
for health care professionals (Huijer et al. 2009 and Kassa et al. 2014). 
However, the need for education as suggested by the WHO is not limited to health 
professionals working in medical facilities. In many countries in sub-Saharan Africa and the 
Middle East, local healers are often the first line of response when people are ill (Dye et al. 
2010). Therefore, as the WHO recommends, it is an important group that needs to be 
considered in regard to palliative care education, so that traditional methods may be 
combined with other forms of medical symptom control (Stjernswärd et al. 2007b). In Saudi 
Arabia, a descriptive study using a sample of 132 patients with advanced cancer found that 
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most of the adaptive and active pain coping behaviours were coming from the patients’ belief 
in god and their faith (Badgi 2010). In Ethiopia, traditional medicine is widely practised and 
consists of using herbs, spiritual healing, the use of holy water by Ethiopian Orthodox 
priests, bone setting and minor surgical procedures (Pankhurst 1990). 
Nevertheless, some of the papers highlighted that seeking traditional medicine first had 
consequences. Woldeamanuel et al. (2013) suggest that one of the reasons cancer patients 
present with advanced disease to conventional medical practitioners is that most patients in 
Ethiopia visit traditional healers first (Dye et al. 2010). Campbell and Amin’s (2014) 
qualitative study in South Africa also reports the same finding, especially in rural areas. 
These studies highlight the need for traditional healers to be aware of how cancer spreads 
and the conventional medical services available for people with cancer, as well as their own 
treatments and, furthermore, how both groups need to work together for the good of the 
patient (Woldeamanuel et al. 2013 and Campbell and Amin 2014). 
The other side of the argument suggests that traditional healers and conventional medical 
practitioners are coming from diverse philosophies and are incompatible. Traditional 
medicine relies on specific patients’ beliefs and the results may be considered subjective 
and unquantifiable, whereas palliative medicine comes from evidence-based practice 
(Campbell and Amin 2014). Notwithstanding the above view, traditional healers are often the 
first practitioners sought at the onset of illness (Dye et al. 2010). With regards to Ethiopia at 
this present time, there is no organised oncology or palliative care training for either 
conventional medical practitioners or traditional or local healers (Woldeamanuel et al. 2013 
and Kassa et al. 2014). 
Palliative care education for the public was also identified to be an important issue 
(Stjernswärd et al. 2007b, APCA 2014a and Powell et al. 2014). As discussed earlier, 
‘opiophobia’, the fear of using opioids, is a phenomenon that needs to be addressed (Alsirafy 
2009). The whole concept of raising the public’s awareness of palliative care was also 
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highlighted (Webster et al. 2007). However, a case could be made that public education 
throughout the whole palliative care trajectory, from screening, diagnosis to end of life care 
(Dye et al. 2010, Woldeamanuel et al. 2013 and Kassa et al. 2014). 
The situation in Ethiopia reveals a more fundamental problem, which is knowledge in how to 
access diagnostic services. The public understanding of how medical services operate in 
Ethiopia has been brought into question (Dye et al. 2010). In a recent study performed 
amongst Ethiopian females with breast cancer, navigating diagnostic services was found to 
be difficult, as they are unclear, varied and poorly distributed and resulting in valuable time 
being wasted as patients navigate between institution and institution in both Public and 
Private health services (Dye et al. 2010). When evaluating the educational needs of the 
public with regards to palliative care, there appears to be large gaps in understanding, which 
range from access to services to a practical understanding of palliative care (Dye et al. 
2010). 
This section has briefly explored the varied models of care currently in practice in the sub-
Saharan African and Middle Eastern region. It has then offered a critique on how the set-up 
of a model of care has an influence on care delivery by exploring the impact of charismatic 
leadership, the lack of government finance, the underlying historical disease burden in the 
region, the availability of opioids and the lack of integrated palliative education.   
After a discussion of the different models of care presented and a critique on how set-up 
affects care delivery, it is noteworthy that Downing (2008) acknowledges that there are 
‘pleas in the literature’ to establish effective models of palliative care in Africa. However, 
Harding and Higginson’s (2005) analysis of sub-Saharan Africa is that hospice care does not 
have to fit into a particular model. Yet, all hospice care should be culturally, spiritually and 
economically suitable for the needs of the people in the specific country (Harding and 
Higginson 2005). When considering models of care and factors that impact care delivery, it 
is sobering to reflect that according to the European Association for Palliative Care, EAPC, 
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(2006), more than one million people in developing countries die each week, where only a 
minority of those in need receive palliative care. Therefore, the importance of planning and 
providing palliative care that allows for widespread coverage is vital. The next theme 
discusses the broader issues found in the literature that affect palliative care in the sub-
Saharan Africa and Middle Eastern region. 
2.1.2.2. Factors Affecting Palliative Care 
Although the focus of the literature discusses palliative care set-up in the region and 
emphasises the factors that affect palliative care delivery, the literature also demonstrates 
that, for palliative care to be an effective health service, there are broader factors such as 
advocacy that can have a real effect. By contrast, poverty and war can hinder services 
significantly. Furthermore, the importance of family and volunteers, and cultural awareness 
plays an important role in providing relevant support to the dying person. Finally, the task of 
providing palliative coverage to the region will be discussed. 
2.1.2.2.1. The Priority of Advocacy in Palliative Care  
Advocacy is a broad concept and is defined by the Worldwide Palliative Care Alliance as, 
‘seeking to influence policy makers to design, adopt, implement or change policies and 
practices’ (WPCA 2005:4). Policy makers are seen as those involved in the state or private 
sector on any level, be it the ministry of health, a small NGO or a council of elders (WPCA 
2005).The literature discusses advocacy on both macro and micro scales and makes the 
important observation that for palliative care initiatives to be set up and integrated effectively, 
multiple layers of advocacy play an important role (Downing 2008). 
On a macro level, the World Health Organisation is attempting to have a global perspective 
on palliative care (Sepulveda et al. 2002). The International Association for Hospice and 
Palliative Care, United Nations, Worldwide Palliative Care Alliance and International 
Association for the Study of Pain are all groups with a role of supporting and resourcing  
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individual countries, by providing guidelines, education and information (Sepulveda et al. 
2002, WPCA 2005, Stjernswärd et al. 2007b). The literature also catalogues the 
establishment of palliative care associations (Bushnaq and Abusuqair 2012) and provides 
evidence for greater access to services and education. An example of this is the African 
Palliative Care Association whose vision is to promote culturally appropriate, affordable 
services in the region (APCA 2014a). An example of advocacy in practice can be 
demonstrated by the European Association of Palliative Care. At their research congress, a 
group of ‘Western’ palliative care groups pledged ‘to promote a global palliative care 
research initiative, with a special focus on developing countries’ (EAPC 2006). This is known 
as the Declaration of Venice (EAPC 2006). This is a response to the dearth of palliative care 
research in Africa, which is mainly due to financial constraints (Powell et al. 2014).  
When considering the micro level of advocacy for palliative care, many of the countries in the 
sub-Saharan Africa and Middle East region have limited coverage, yet there are ‘islands of 
excellence’ or ‘demonstration projects’ (Sepulveda et al. 2002, Stjernswärd et al. 2007a). As 
already discussed, these include Zimbabwe's Island Hospice Service, Hospice Africa 
Uganda, Nairobi Hospice and Tanzania's Ocean Road Cancer Institute (APCA 2014b). 
These individual, pioneering advocate projects merely demonstrate what would be required 
for a national scale up of services (APCA 2014b).  
However, the argument can be made: why is there such an emphasis on advocacy in 
making palliative care part of the global health agenda? The macro organisations described 
above and the micro individual palliative care initiatives (Downing 2008) could be using their 
time and money to focus on service provision and education, rather than advocacy.  
Unfortunately, the papers reviewed suggest that the reason for requiring such endeavours is 
because of the lack of government support with policies and finance (Stjernswärd et al. 
2007a, Bingley and Clark 2009 and Alsirafy 2009). As already discussed earlier in the 
chapter, the lack of government funding is complex due to poverty and other health priorities 
such as HIV/AIDS in the region (Alexander et al. 2012). This lack of government finance 
appears to have a knock-on effect with regards to policy (Stjernswärd et al. 2007a, Bingley 
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and Clark 2009 and Alsirafy 2009). A response to this problem is exemplified by the APCA 
conference in South Africa, where only last year there was an inaugural meeting for 
Ministers of Health in Africa, where health delegations made a renewed commitment to 
integrating palliative care into their existing health systems (Downing et al. 2013). Another 
factor that affects palliative care in the literature is that of poverty and war. 
2.1.2.2.2. The Effect of Poverty and War on Palliative Care 
The effect of poverty on the provision of and access to palliative care in sub-Saharan Africa 
and certain countries in the Middle East cannot be underestimated (Wright et al. 2006). 
When considering Ethiopia and the neighbouring countries, apart from Saudi Arabia, poverty 
is a serious dilemma. In Uganda, people are earning less than $1.00 a day (UNDP 2010) 
and this contributes to patients being unable to afford care services (Ddungu 2011). 
Although poverty is often measured in economic terms, as just described, statistics do not 
take into account the immeasurable social, cultural and political facets of poverty (Barber 
2008) (for statistics regarding Ethiopia, see 1.4.4.).  
Wright et al. (2006) argue that the effects of poverty cannot be oversimplified; war and 
political turmoil have had an adverse effect on palliative care implementation and provision 
(Zeniah et al. 2013). Bad governance, lack of development and resources, have all 
contributed to the problem (Harding et al. 2010, Dye et al. 2010, Schaepe et al. 2011 and 
Zeniah et al. 2013). Poverty has to be included in the equation when planning palliative care, 
as poverty and the lack of the basic necessities in life need to be acknowledged (Webster et 
al. 2007 and Schaepe et al. 2011). 
In Ethiopia, where food security is an issue (Gill 2010), the concept of paying for drugs and 
cancer treatment is a dilemma. Chemotherapy and radiotherapy are perceived as ‘expensive 
ventures’ in Ethiopia (Onyeka et al. 2013:601). A further qualitative study performed in 
Ethiopia argues that free anti-retroviral therapy for people living with HIV is seen as 
‘expensive’, as the patients feel they need to eat a more balanced diet due to the 
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medication. Furthermore, problems such as transport costs to and from medical services are 
difficult to meet (Balcha et al. 2011).  As already mentioned in the background chapter, the 
majority of Ethiopians live in a rural setting, thus making access to the only cancer centre in 
the country more complex. Dye et al. (2010) found that women with breast cancer often went 
to three separate medical facilities before reaching the cancer hospital. If traditional medicine 
was sought first, it was significantly more (Dye et al. 2010). This has far-ranging 
consequences. Firstly, it means there is a delay in treatment and secondly, it has a 
significant impact for the family as they have to find money to access the different medical 
facilities. The WHO study that performed a situational analysis of end of life care in Ethiopia, 
reports that the major burden to the family was financial (Sepulveda et al. 2003). In Jordan, 
as in Ethiopia, patients present with advanced disease for which the only appropriate care is 
palliative (Stjernswärd 2007b and Bingley and Clark 2009). Advanced cancer is common in 
the region due to lack of cancer screening, treatment, suitable infrastructure and finance 
(Sawair et al. 2007, Alsirafy et al. 2012). Poverty is a significant factor that affects palliative 
care provision; another factor discussed in the literature is culture.   
2.1.2.2.3. Cultural Implications to Providing Palliative Care 
The literature identifies that, in Sub-Saharan Africa and the Middle East, cultural variations 
are an essential consideration when planning and establishing palliative care (Harding and 
Higginson 2005, Downing 2006, Doumit and Abu-Saad 2008 and Onyeka et al. 2013). 
However, as already mentioned, the modern palliative care movement was birthed in the 
West and this has had an influence on palliative care within Africa, as its roots have been 
established within the UK model (APCA 2014b). On the other hand, the literature 
acknowledges that, for true integration of services, the varying traditions, beliefs and cultures 
need to be part of care. In addition, cultural variations and preferences need to be evaluated 
within and between countries (Ddungu 2011, Harding and Higginson 2005). Wright et al. 
(2006) claim that those who ignore culture are ‘doomed to fail’. 
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Family structure is an example of a cultural implication in providing appropriate care and 
support. When discussing home-based care, the reviewed papers highlighted the 
importance of family carers and volunteers (Streid et al. 2014). Family and the community 
are the main carers for the dying in the region. The papers suggest that the countries under 
review are predominantly collectivist in nature and have strong family networks living closely 
together (Doumit and Abu-Saad 2008 and Bushnaq and Abusuqair 2012), as is the case in 
Ethiopia (Aga et al. 2009). This is in comparison to countries where families are more 
individualist in structure and often live further apart geographically (Long 2004). These family 
networks can be used when planning and providing care. Furthermore, the studies 
demonstrated that, in many Eastern cultures, the family took over the financial and practical 
responsibility of caring for their loved ones (Doumit and Abu-Saad 2008 and Bushnaq and 
Abusuqair 2012). The family is described as ‘omnipresent and believes that it is their right to 
be fully involved’ (Bushnaq and Abusuqair 2012:205). However, a critique of this type of care 
is that, due to the family’s assuming these responsibilities, there is an adverse effect on 
other family members, as there is often a reduction in household income. With this being the 
case, it has been argued that an appropriate cultural palliative care response would be to 
incorporate financial support for the family due to loss of wages and, for example, to provide 
finance for school fees for children of carers so that they, in turn, can provide care for their 
loved one (Harding and Higginson 2005).  
As well as family members, palliative care initiatives rely heavily on community volunteers to 
provide care for patients (Jack et al. 2011). Unlike the UK, volunteers in developing countries 
have been found to be predominantly male, with the majority having no further or higher 
education (Jack et al. 2011). Volunteers have also assisted with voluntary HIV testing in 
Ethiopia and have helped reduce discrimination of people living with HIV/AIDS through 
teaching (Wube et al. 2010). In Uganda, the use of volunteers has increased new referrals 
from 50 to 140 per year at a small rural village-based palliative care service, thus 
demonstrating the importance of volunteers in building a palliative care service (Harding and 
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Higginson 2005 and Zeniah et al. 2013). In a further Ugandan study, the significance of the 
work done in Kerala, India, was highlighted, where palliative care development focuses on 
community involvement. (Jack et al. 2011). However, the other side of the argument is that, 
community volunteers are vital, as illustrated above, because of the lack of trained medical 
health professionals in the region. Ethiopia is an example of where this is an issue; the WHO 
recommends a ratio of one doctor to 10,000 patients. In 2006, the Federal Ministry of Health 
of Ethiopia reported a ratio of one doctor to 118,000 patients (Berhan 2008). This problem 
has been partly addressed by using volunteers and community health extension workers 
(Berhan 2008). 
Attitudes and values are interlinked when exploring the theme of culture. Therefore, how 
people perceive pain and where people wish to die both have implications for the service 
provision of care (Doumit and Abu-Saad 2008 and Bushnaq and Abusuqair 2012). According 
to Qasem (2010), Arab families see hospitalisation in end of life situations as ‘disrespectful’ 
and regard it the family’s duty to care for their loved one at home. Kikule (2003) suggests 
that a good death in a developing country is being cared for at home, with the patient’s pain 
under control, feeling no stigma and being at peace, having their basic needs met without 
feeling overly dependent on others. 
With regards to Ethiopia, the WHO survey suggests that one of the major burdens of care for 
the family was dealing with the emotional aspects (Sepulveda et al. 2003). Papadopoulos et 
al. (2004) performed a study in the UK amongst Ethiopian refugees and asylum seekers 
(n=106) and their attitudes to health. They reported that the most important prerequisite and 
indication of health was happiness. The research found that, ‘to Ethiopians healthiness is 
happiness and happiness is healthiness’ (Papadopoulos et al. 2004:1).Their study noted that 
health was seen by Ethiopians in a holistic manner, where physical health, mental health 
and spiritual wellbeing were not seen as separate entities. Health, according to the Ethiopian 
informants in the research, was a ‘gift of God’ or the ‘will of God’, and it showed that a belief 
in their religion kept them healthy (Papadopoulos et al. 2004:1). 
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The WHO encourages palliative care programmes to be tailored to the social and cultural 
context of the population in question (WHO 2005). Therefore, it could be argued that, when 
planning care for Ethiopians, it is essential not just to have a cultural understanding of health 
(Papadopoulos et al. 2004) but also a cultural understanding of death and dying in order to 
ensure appropriate care provision. The idea postulated by Wright et al. (2006), that you are 
‘doomed to fail’ in developing palliative care if you ignore culture, may seem rather 
pessimistic yet, as the example with Ethiopia suggests, it has a fundamental place in 
developing palliative care and cannot be ignored (Kikule 2003). The final factor discussed in 
the papers reviewed is the task of providing an integrated palliative care to sub-Saharan 
Africa and the Middle East. 
2.1.2.2.4. The Complexity of Providing Integrated Palliative Care  
A number of findings address the significance of this problem. The WHO claims that by the 
year 2020, approximately seventy per cent of the annual twenty million new cancer cases 
will occur in developing countries (WHO 2000). Ferlay et al. (2010) report that in 2008, there 
were 715,000 new cancer cases and 542,000 cancer-related deaths in Africa. 
Furthermore, in Asia and Africa, where eighty per cent of the population live, there is 
approximately six per cent of all palliative care services (Webster et al. 2007).  Funding is 
another fundamental problem. As already mentioned, historically, because of the HIV/AIDS 
pandemic the majority of the funding available for palliative care has been used for people 
with HIV/AIDS. There is a discussion amongst health care professionals working in the 
region that cancer patients are in danger of being excluded or overlooked from palliative 
care because the funding has been focused on HIV/AIDS (Radbruch and Radbruch 2008).  
Another factor is that the majority of patients present with advanced cancer when first seen 
at the hospital and, therefore, palliative care appears to be the most realistic and suitable 
type of care (Stjernswärd et al. 2007a). Although in the last ten years there has been some 
significant palliative care development, especially in Israel, Jordan and Uganda, more 
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development work is still required, as the majority of countries do not have a free-standing 
palliative care unit (Stjernswärd et al. 2007a and Zeniah et al. 2013). With regards to service, 
many countries are still struggling to provide palliative care for cancer patients (Aga et al. 
2009 and Alsirafy et al. 2012). 
Despite the limited services currently available in the region, papers reviewed discussed 
whether palliative care is a human right (Gwyther et al. 2009 and Onyeka et al. 2013). The 
argument goes on further to debate that palliative care is already articulated in the 
International Bill of Rights. This is very much a current issue globally, and some countries 
have included palliative care in official documents; the international palliative care 
community is championing this right (Schaepe et al. 2011). Furthermore, the WHO has 
recently adopted a stand-alone resolution regarding the ‘strengthening of palliative care as a 
component of integrated treatment within the continuum of care’ (WHO 2014). Given the 
perceived importance of palliative care, however, the counter argument is the disparity of 
present care provision (Stjernswärd et al. 2007b and Zeniah et al. 2013) and, as illustrated in 
this literature review, the complexity of making palliative care a human right possible for all in 
the sub-Saharan Africa and Middle East region (Gwyther et al. 2009 and Onyeka et al. 
2013). When thinking about Ethiopia and the future of palliative care, a lot of work remains to 
be   done, since Ethiopian planning is only at the stage of developing simple protocols for lay 
people to help deliver palliative care (Onyeka et al. 2013). Such is the complexity of the task. 
2.1.3. Summary of the Critical Review 
The critical review presented data surrounding the palliative care situation in sub-Saharan 
Africa and the Middle East in order to see the similarities with Ethiopia. Furthermore, it 
examined key areas that are required to develop a palliative care service and what can be 
learnt from other countries in the region that have set up a palliative care programme. It 
discussed the different models of care presented in the literature and how the set-up of a 
model has an influence on care delivery, highlighting the impact of charismatic leadership, 
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lack of government finance, the underlying historical disease burden of HIV/AIDS, opioid 
availability and the lack of palliative care education. The review then considered other 
factors affecting palliative care in the region including the priority of advocacy, how poverty 
and war affects palliative care provision, cultural implications and the complexity of providing 
palliative care to the region, which are in their early stages of development in many 
countries. Gaps in the knowledge regarding Ethiopia will be illustrated below. 
2.1.4. Gaps in the Literature 
2.1.4.1. Gaps in Knowledge and Understanding 
There appears to be a lack of clarity and understanding about how large the palliative care 
burden is in Ethiopia, due to the lack of general research. There is little knowledge regarding 
both the model of care being implemented in Addis Ababa and whether such palliative care 
delivery is culture sensitive. There is very little evidence of how the family and the 
community practically care for their dying. Furthermore, there is little understanding about 
palliative care practices with regards to pain relief and symptom control in Ethiopia. 
Additionally, there is limited knowledge and understanding of Ethiopian government 
involvement in the development of palliative care and the educational needs for health 
professionals, traditional healers and the public.  
2.1.4.2. Gaps in Methodology 
As can be seen from the matrix found in Appendix 2, the majority of papers reviewed were 
reports that either described the palliative care need or provided information and statistics 
about the palliative care situation in sub-Saharan Africa and the Middle East. The most 
detailed data were from studies that used in-depth qualitative interviews with key personnel 
involved in service provision in the region and an analysis of country reports (Wright et al. 
2006). Few studies used a defined qualitative methodology; in particular, there was a dearth 
of ethnographic studies which considered the cultural aspects of death and dying.  
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2.1.4.3. Gaps in Theory or Theoretical Understanding 
With regards to theory, there appeared to be a gap in the literature in relation to how death 
and dying is viewed and understood in Ethiopia or similar cultures. Moreover, the 
conceptualisation of what is seen as a ‘good death’ in such cultures appeared to be a gap in 
theory. Therefore, to help develop this study further, literature surrounding ‘good death’ 
theory would be examined to help understand how death and dying is perceived, in 
particular exploring studies that would be relevant to Ethiopia. 
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2.2. Good Death  
2.2.1. Introduction of Good Death 
The next part of this review provides an overview of ‘good death’ literature. There is no 
single definition for what is termed as a good death, as there is no clearly shared 
understanding of the concept (Kehl 2006). However, ‘dying well or good death’ has been 
influenced by multiple factors. Firstly, the historical influences and society’s changing 
perception of a ‘good death’ will be explored. The discussion will then go onto consider the 
influences of medicalisation and the palliative care movement on good death. The overview 
will then discuss cross-cultural factors that contribute to a good death including the diversity 
of the social setting, how people die (death trajectory), paid and unpaid caregivers, pain and 
symptom control and emotional and spiritual care. This section further demonstrates how a 
good death can be historically, socially and culturally constructed. It is anticipated that this 
section will provide theoretical insights into the potential factors that might contribute to a 
good death in Ethiopia.   
2.2.1.1. Changing Historical Influences 
History describes the story of different social groups and their experiences by reporting the 
changes that occur and the factors that influence them. By investigating the historical theory 
on death and dying, one can identify significant changes, their influence and effect (Ariès 
1987, Walter 1994, and Bradbury 2000). These can be insightful, not only from a historical 
perspective, but can also potentially be applied cross-culturally. 
An important theory that examines how death is perceived in Western culture is proposed by 
Walter (1994). To understand the present day situation, Walter analyses the historical 
development of death and proposes three ideal types: traditional, modern and neo-modern 
death. He further argues that these three cultural types of death are rooted in particular 
bodily and social contexts that influence a specific structure of authority. When examining 
modern day views, Walter (1994) asserts that death has gone through a ‘revival’; the taboo 
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of discussing death is over. He suggests that there are two main strands to this revival: a 
late modern one that is driven by experts who try to control death (palliative care) and a 
post-modern strand that is driven by ordinary people who wish to express their emotions 
freely (Walter 1994). 
When considering Walter’s work, the applicability of his construct of traditional death may 
offer insight into the context of the situation in another culture. Walter suggests that 
traditional death in a bodily context would be fast, for example from a disease such as the 
plague. People die young and the community would see people dying often. The structure of 
the social context in a traditional setting is community, where people belong and meaning is 
found in a sense of belonging. A person copes with death by prayer and ritual, and support 
is found through family and neighbours. A good death according to Walter in a traditional 
setting is ‘conscious, ready to meet Maker’ (Walter 1994:48).The overarching authority in a 
traditional setting, Walter argues, is God and tradition.  
Although Walter’s construct of traditional death is used to illustrate the historical 
development of death, there are aspects of his theory that resonate with traditional living 
today as found in some developing countries such as Kenya. Murray et al. (2003) found in 
rural Kenya that community was the social context of care and that God and tradition were 
relevant for a good death, thus demonstrating the appropriateness of Walter’s theory for a 
present day traditional setting. 
Another seminal theory regarding the historical context of death and dying is that of Philip 
Ariès (1987). He charts man’s Western attitudes towards death through the ages by 
examining literature, testimonies and iconic and liturgical literature. He purports five models 
of death that illustrate the history of death1 and, within each model he found variations on 
four psychological themes: awareness of the individual, defence of society against untamed 
nature, belief in an afterlife and belief in the existence of evil. His work describes huge 
                                                          
1
 Ariès (1987) five experiences of dying are classified as (1) the tame death, (2) the death of the Self, (3) remote 
and imminent death, (4) the death of the other and (5) the invisible death. 
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paradigm shifts in thinking. For example, in his first model, ‘tame death’, he argues that 
death was familiar, as in traditional societies; it was not a personal experience but an ordeal 
of the community where death was expected. Whereas, in his final model, ‘invisible death’ 
(death in the twentieth century), he notes: ‘The community in the traditional sense of the 
word no longer exists’. It has been replaced by an enormous mass of atomized individuals’ 
(Ariès 1987:46). Ariès purports that the invisible death in the West is no longer natural; it is 
dirty and medicalised (this will be discussed further in the next section). Death is seen as 
defeat and is something to be feared. A good death is seen as a dignified, peaceful exit 
(Ariès 1987). 
Ariès’ theme of a belief in an afterlife changes through his historical models. Walter (2003) 
concurs with Ariès that, in the West, religion in the past was the dominant ideology for 
constructing a good death. Now, however, medicine and self are the ruling constructs (Clark 
2002). Nevertheless, the concept of ‘being at peace’ in describing a good death, although 
represented differently through the ages, appears to be a consistent theme, so is a relevant 
concept to be considered for this current research (Walter 2003). 
Furthermore, Walter and Ariès both agree in the Western paradigm shift from community to 
self, and also agree that death, which was once accepted, is something that now needs to 
be defeated. In addition both Walter and Ariès depict in their models a move from overt 
public displays of death and dying to covert sanitised, controlled methods of death. The 
relevancy of death being an overt public affair in a present day traditional setting is seen in 
Ghana amongst the Kwahu people, where a good death is seen as being surrounded by 
children and grandchildren (van der Geest 2004). 
Walter and Ariès describe the historical perspective of death and dying. However, 
Bradbury’s study, which investigates representations of a good death in the pluralistic 
society of the United Kingdom in the late 1990s interestingly found a combination of some 
traditional elements and modern secularism. 
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Bradbury (1999) puts forward three types of good death: sacred, medicalised and natural. A 
‘sacred’ good death, she purports, is one where someone dies with a faith, which concurs 
with Ariès’ psychological theme of ‘a belief in an afterlife’ (Ariès 1987:46 and Walter 1994). 
However, Bradbury found that, although the accounts from her participants appeared to be 
very traditional amongst those participants who fitted in to her sacred good death category, 
religion was seen as a personal choice, unlike Walter’s historical traditional setting, where 
religion was the main authority. On closer analysis, Bradbury found that a sacred good death 
was also associated with medicalisation, thus illustrating a combined ideology.  
This combining of ideas, as seen in Bradbury’s sacred good death concept, Seale (1998) 
would argue can be seen as a ‘cultural script'. A cultural script, according to Seale (1998), 
can be defined as ‘making available a variety of meta-stories to dying and bereaved people 
for the interpretation of their biological situations’ (Seale 1998:4). This concept of culture 
being a variety of meta-stories (Seale 1998) is significant when it comes to analysing and 
describing a culture in order to unpick the influences and paradigms within the social group. 
Long (2004) found Seale’s theory of cultural scripts of value as a framework when describing 
and critiquing the differences between a good death in Japan and America. 
Bradbury’s other two models for good death, ‘medicalised’ and ‘natural’, appear to be 
paradigmatically opposed. The first regards medicine as a control; the second sees the 
person taking control, which subsequently leads to choice by the person dying and less 
medicalisation (Bradbury 2000). Bradbury’s model of natural death resonates with Walter’s 
hypothesis of revival which, in its post-modern strand, sees the ordinary person as taking 
control and making decisions outside of medicine.  
The above theories demonstrate the changing discourse around good death and how history 
has affected and diversified this representation to the present day. Historically in the West, 
theory shows how a good death was once embraced by the community and understood 
through religion (Ariès 1987 and Walter 1994) but now is being predominantly controlled 
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through the paradigms of medicine or self (Bradbury 2000). This vast spectrum of concepts 
of how a good death has changed in the West will offer insight later when discussing cultural 
variations. This discussion has so far considered the historical changes and influences 
surrounding it. Now it will explore the concept of what is seen as a present day ‘good death’. 
2.2.1.2. The Impact of Palliative Care in the West on a Good Death  
At this present time in the West2, there is some discussion that death is the ultimate taboo 
and is not discussed (Walter 1994). However, the counter argument is that death is not a 
taboo, but dying has been hidden away in hospitals, as this is where most people die. In the 
1970s, Ivan Illich, an Austrian philosopher, developed a critique that claimed that there had 
been a ‘medicalisation’ of dying and that the time of dying without both medical intervention 
and hospitals had come to an end (Clark 2002). One response to this situation was the birth 
of the palliative care movement, which promotes greater dignity at the end of life (Lawton 
2000, Clark 2007). Cicely Saunders, the modern founder of the palliative care movement, 
opened St Christopher’s Hospice in 1967 (Baines 2011). Palliative care quickly grew and 
was identified in 1987 as a medical speciality (Gilbert 1996) in which one of the key goals is 
to make ‘dying better’ (Walters 2004:404). However, a critique has been made that palliative 
care in the UK and other Western settings is beginning to see a ‘creeping medicalisation’ 
again as palliative care becomes more medicalised due to the emphasis on ‘quality of life’ 
rather than ‘attending suffering’ (Clark 2002:906).  
The ideology of a good death has been defined by palliative care; its foundation is built on 
an ideal time line, awareness, patient autonomy and open communication (Clark 2002, 
Goldsteen et al. 2006). A good death with the help of palliative care can be described as 
being pain free, where symptoms are controlled or managed to allow a dignified death 
(Rietjens et al. 2006). It also involves, according to a number of writers, psychosocial, 
                                                          
2
 By using terms such as the West, Africa, and Asia in this chapter, it is in no way to homogenise the different 
groups of people in these continents to create cultural essentialism. The author is aware that in each of these 
areas people are not the same or behaving the same or having the same beliefs or practices (Hiruy and Mwanri 
2013). 
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emotional, social and spiritual aspects of preparing for death, saying goodbye and having a 
sense of completion or closure (Walter 1994 and Rietjens et al. 2006).   
A good death in the West that focuses on the paradigm of awareness, autonomy and control 
(Goldsteen et al. 2006) may be seen as ambiguous in another cultural setting (Saunders and 
Kastenbaum 1997, Long 2004). In the Far East, the ideologies of acceptance and collective 
support (Lee et al. 2008 and Stonington 2011) are the dominant paradigms held. According 
to Lee et al. (2008), the ideology of acceptance is due to the Buddhist belief system where, if 
people accept their own death, they will be more prepared for their next life. Collective 
support, furthermore, is influenced by Korean culture or other Eastern cultures, which 
emphasises family and community support (Lee et al. 2008). A good death may not be 
possible in countries which have poor and underfunded medical health systems, as 
described in the first part of this chapter. Furthermore, medical support may not provide 
meaning to a good death in other cultures, as there is an assumption that there is medical 
expertise available to support and deliver pain and symptom control. It even may be 
unwanted amongst certain cultures, such as the Kwahu society in Southern Ghana, which 
does not approve of spending money on members of the community who are dying (van der 
Geest 2004). 
The practice of palliative care endeavours to control symptoms and offer a good death 
(Goldsteen et al. 2006). This appears to be in direct contrast to the ‘right-to-die’ movement, 
which is encompassed by the term euthanasia, which in Greek literally means ‘good death’. 
However, what appears at first glance as opposing sides in providing a good death, in fact 
demonstrates the same ideology about controlled dying, as it can be argued that both are  
‘exercising control over the process of death’ (Walters 2004:406, Long 2004).  Furthermore, 
Walters (2004:404) puts forward the argument, ‘is there such thing as a good death?’ 
Although he does not give a definitive answer, he hypothesizes that perhaps ‘struggle’ is a 
credible way of approaching death, as he argues that not all problems are necessarily 
resolved in a good death (Walters 2004:408). Walters (2004) suggests this as an alternative 
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palliative care paradigm, where ‘serenity’ is espoused. McNamara (2001) argues that good 
death has been a ‘core symbol’ in hospice and palliative care philosophy for over thirty 
years, however it is shifting concept. She proposes another way of looking at death, that it 
can just be ‘good enough’ rather than an idealised view of good death where everything is 
peaceful and sorted. This concurs with Walters’ view (McNamara 2001). The concept of 
death being a struggle is resonated in Lawton’s (2000) seminal work, where she discusses 
how patients struggle with disturbing physical symptoms and difficult family dynamics, 
therefore causing irresolution. Lawton discusses how the body becomes ‘unbound’ due to 
distressing symptoms as people die and how it is not always possible to ‘rebind’ it (Lawton 
2000). Copp’s (1999) work exploring nurses’ and patients’ experiences in a UK hospice also 
suggests that some deaths occur with ‘considerable struggle’ (Copp 1999:193), as the ideal 
of a peaceful death is not always realistic due to physical and psychosocial factors. 
The concept of a good death in Western society is a complex one; it is linked to being pain 
free, with the dying person having autonomy and where personal conflicts and unfinished 
business has been resolved (Copp 1999, Lawton 2000 and Walter 2003).  
2.2.1.3. Uncontrolled Death 
The concept of ‘uncontrolled’ appears to dominate theories regarding bad death, which is 
contrast to the palliative care movement where the concept is to control death and ‘make 
dying better’ (Walter 1994). Bad death, or uncontrolled death, can be viewed as ‘being in the 
wrong place at the wrong time’ (Bradbury 2000:59). Examples of ‘wrong place’ are dying 
alone without any relatives or friends present, dying overseas or dying in an Emergency Unit 
in a hospital. Examples of a ‘wrong time’ may be dying very young or dying suddenly (Quill 
and Brody 1995 and van der Geest 2004). 
Bradbury’s theory suggesting that a bad death occurs in the wrong place is illustrated by 
research on dying alone carried out by Seale (2004). His study focused on analysing 
newspaper accounts of people dying alone in the West. Seale’s (2004) findings suggest that 
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dying alone is culturally undesirable and has moral implications with a degree of stigma 
attached to the person dying or sometimes to the community at large due to lack of care 
(Seale 2004). Because of the shame associated with it, dying alone in an African setting is 
also seen as a bad death (van der Geest 2004). 
However, there is a type of death discussed in the literature that occurs even before physical 
death, namely ‘social death’. The term ‘social death’ was first used in Sudnow’s (1967) 
study, ‘Passing On’, where he argued that health care staff decided to give care depending 
on the patient’s social value. He demonstrated that the patients who were perceived by staff 
to have a low social worth were likely to be resuscitated less aggressively than those with a 
supposed higher social value (Sudnow 1967 and Timmermans 1998). Sudnow defines social 
death as ‘a patient is treated essentially as a corpse, though perhaps still “clinically and 
biologically alive”’ (Sudnow 1967:74). Since this study was performed, health care has 
undergone many changes, therefore Timmermans wanted to see if Sudnow’s claims around 
social inequality still rung true. His findings illustrated that social inequality is still practised 
and that new biomedical protocols and legal initiatives reinforce inequality of death and dying 
(Timmermans and Sudnow 1998). Lawton (2000) found evidence of social death in her study 
looking at patients’ experience of palliative care. Day care patients reported being isolated 
and demoralised as friends and family withdrew; this withdrawal was due to the patient’s 
stigmatising symptoms of their cancer and also family and friends knowing they were going 
to die (Lawton 2000). It could be argued that social death is a form of bad death due to its 
lack of control.  
Another type of uncontrolled death which can be perceived as a bad death by health 
professionals in the West occurs due to poor pain and symptom control, thus resulting in 
potential loss of dignity and control of bodily functions by the person (Goldstein 2008 and 
Lawton 2000). Smell from fungating wounds can be a distressing symptom that can lead to 
loss of control (Probst et al. 2013). The desire to prevent such distressing situations has 
been the driver for the development of hospice care.  
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A particular cultural group can view death as ‘bad’ if there is stigma linked to it (van der 
Geest 2004). This can be a result of dying from a disease regarded as shameful, for 
example, a patient suffering from AIDS dying in Yemen (Ayers 2006) or, in the West, as a 
result of suicide (Bradbury 2000). This, in turn, can have an effect on mortuary and grieving 
rituals. For example, in Yemen, a negative attitude around HIV can mean that a family is 
unable to organise a culturally appropriate burial, thus resulting in complicating grief for the 
family (Ayers 2006). An important theory that exemplifies bad death was originally proposed 
by Bloch and Parry (1982) who suggested that, when a mortuary ritual is interrupted, it 
denotes a bad death, as it does not allow the process of regeneration for the dying person 
and the rest of the community.  
An example of regeneration as suggested by Bloch and Parry’s theory can be applied to the 
situation in Japan. Here, the Buddhist belief is that the body has to be ‘whole’ when buried. 
Therefore, the cultural norm is not to donate organs as the body would not be ‘complete’, as 
it is believed that otherwise the spirit will suffer and may cause harm to the living (Long 
2004). This concept of regeneration in this setting has far reaching effects, as it further 
causes debate around the ethical implications of organ donation (Lock 2004), thus 
illustrating the significance of the process of regeneration (Bloch and Parry 1982). 
Noticeably in many cultures, suicide, as well as being a cause of stigma, is often viewed as 
the ultimate bad death (Bradbury 2000). It is of note that the presenting concept of bad 
death is ‘uncontrol’; however, the paradox of suicide is that it can be seen as an assertion of 
control. Nevertheless, the dichotomy of control vs. uncontrol with suicide is often outweighed 
by the feeling of helplessness in a survivor’s attempt of trying to take their life (Bradbury 
2000).  
Bloch and Parry (1982) further argue that there is room for debate as to whether a death can 
be described as a ‘bad’ suicide or ‘good’, as in an expression of self-sacrifice. For example, 
this is when suicide is seen by a society as a noble act, such as the 4,000 Kamikaze navy 
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and army pilots in the Second World War who, during October 1944 and August 1945, 
attempted to crash their aircrafts into Allied naval vessels. The motivation for this act was 
due to the Bushido Code, which governs the Samurai warrior and is a feudal ethical system, 
where loyalty is the primary motivation (Echemendia 2010). The pilots were further 
influenced by family honour and by having a place at the Yakusuni shrine, the most sacred 
place in Japan (Echemendia 2010). Another example of concepts of ‘honour’ and ‘self-
sacrifice’ in a ‘good’ suicide are purported by Jihadists through martyrdom by suicidal car 
bombs and other terrorist acts (Echemendia 2010). Bad death and ‘uncontrol’ are 
intrinsically linked, yet this concept, as illustrated, can be represented differently in a cultural 
and social context. The discussion will continue to demonstrate how good death is impacted 
by cultural variations. 
2.2.2. Cultural Variations of a Good Death 
Whether death can be viewed as ‘good’ or ‘bad’ is socially constructed. Using examples from 
the West, Africa, Middle East and the Far East this section will provide a broad overview to 
illustrate the diversity of culture. There are multiple definitions around culture. However, 
Geertz (1973) illustrates how history and culture impact each other. 
‘Culture is a historically transmitted pattern of meanings embodied in symbols, a 
system of inherited conceptions expressed in symbolic forms by means of which men 
communicate, perpetuate, and develop their knowledge about and their attitudes 
toward life.’                                                                                        (Geertz 
1973:89) 
 
The significance of the interweaving of history and culture gives further weight to the use of 
historical theory such as Ariès’ (1987), Walter’s (1994), when describing a specific culture. 
This section will go on to illustrate, as suggested by Geertz, the different concepts that help 
develop thinking and attitude in a culture. 
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2.2.2.1. A Good Death in the West 
A good death in the West has already been explored at the beginning of this discussion on 
good death theory. However, to reiterate the main concepts of a good death in the West, it 
involves awareness, autonomy, open communication and a self-chosen copying style 
(Goldsteen et al. 2006:379). Furthermore, it involves being pain free, symptoms being 
addressed and also involves psychosocial, emotional, social and spiritual aspects of 
preparing for death, saying goodbye and a sense of completion (Rietjens 2006, Walters 
2004). Walter (2003) argues that death in Europe is predominantly secular and the ultimate 
authority is ‘what works for me’ (Walter 2003:219). An example of this is the pop-up social 
movement of death cafés where people meet and drink tea and coffee to try and get people 
talking about death to try and make sense of it (Battersby 2012). Medical advances often 
mean death is protracted (Bradbury 2000), which allows death to be planned by the dying 
individual. However, such opportunities may not be available elsewhere. 
2.2.2.2. A Good Death in Africa and the Middle East 
In Africa and the Middle East, the theory often shows an opposing view compared to 
Western culture (Doumit and Abu-Saad 2008). The importance of community in many 
studies was prominent, as already mentioned in the literature review. This is further 
illustrated in Murray’s work, as he compared dying from cancer in Scotland and Kenya. 
Murray found that, amongst the Kimeru in Kenya, the principles of a good death, such as 
pain relief, dignity and privacy, were absent from the group of participants he studied 
(Murray et al. 2003). However, he found that the fear of death, the anger and the retreat into 
isolation that are present in the West were absent amongst the Kenyan group. Furthermore, 
although physical suffering was reported and, at times, there was a lack of basic needs such 
as food, care and equipment, patients were found ‘to receive hope and comfort from their 
religious beliefs and church friends and were able to make sense of their lives in spiritual 
terms’ (Murray et al. 2003:4), thus, resulting in a good death. Murray demonstrates that 
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Kenya has the capacity to care due to the community, even though there is a lack of 
resources. As already mentioned, this echoes Walter’s (1994) description of traditional death 
(see 2.2.2.1.). Conversely, in Scotland resources were available, but Murray found the 
community no longer had the belief or capacity to care for its dying (Murray et al. 2003).  
The applicability of this study for another African country was confirmed by Kikule (2003), 
who puts forward the argument, as already mentioned, that a good death in a developing 
country is when a person dies at home, feels no stigma, is at peace and has their basic 
needs met. Interestingly, in a rural setting in Ghana amongst the Kwahu, pain relief and 
medical care are not a priority and the idea of spending money on a sick person is limited 
(van der Geest 2004). However, amongst the Kwahu, a good death is centrally to do with 
being at peace, peace with other people and with their own death, and dying at home (van 
der Geest 2004), concurring with Kikule’s theory.  
In the Middle East, as in parts of Africa, neighbours, friends and kin are the chief carers. In 
Jordan, families are the important decision makers regarding treatment and caring (Bushnaq 
and Abusuqair 2012). However, as already discussed in the literature review, Qasem (2010) 
found that for a person to die in a hospice was not acceptable to Arab families in Jerusalem 
and was thus regarded as a bad death. A death at a hospice was seen as ‘disrespectful’ 
(Qasem 2010:122), as there was a belief that the family should enable the patient to stay at 
home and the use of a hospice was seen as a failure. Nevertheless, home care services 
were acceptable. Reniers and Tesfai (2009), when evaluating medical services in Ethiopia, 
found that less than 40% of terminally ill patients went to a hospital or clinic for more than 
twenty four hours. 
The underpinning concepts that impacted culture (Geertz 1973) found in good death theory 
in Africa and the Middle East were: the importance of the family and community (Murray 
2003, Kikule 2003 and Qasem 2010), tradition and ritual, (van der Geest 2004) and religion 
(Murray et al. 2003 and Kikule 2003).  
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2.2.2.3. A Good Death in the Far East 
In Japan, being surrounded by family and dying at home in a tatami-floored (reed-mat 
flooring) room may be seen as a good death (Long 2004). However, Long (2004) found that, 
in Japan, Seale’s concept of cultural scripts was highly relevant to describe the situation, as 
people employed multiple scripts to consider a good death. These scripts included medical 
revivalism (Walter 1994) and religious scripts. Long (2004), in her careful analysis and 
comparison of Japan and America, highlights that often multiple concepts of tradition, 
medicine, religion and secularism are modified, combined or ignored when considering a 
good death. This is not unlike Bradbury’s findings (2000) in her theme of a sacred death, 
where medicine and tradition were combined in the United Kingdom. Similarly, Japan 
illustrates the interplay of medicalisation and traditional practices, as the dying person uses 
pain relief and symptom control and lies on a tatami-floored room when describing a good 
death (Long 2004). 
In South Korea, Choi et al. (2005) found that people living in the countryside were more 
likely to die at home than those in urban settings. However, home was the preferred place of 
death. Moreover, Lee et al. (2008), also looking at the situation in South Korea, found that a 
group of his participants saw a good death not to be the result of ‘an active choice but rather 
the consequence of remaining passive and relying on their strong will to face death’ (Lee et 
al. 2008: 885). Lee et al. (2008) further suggest that this view is consistent with the Buddhist 
belief that death is the beginning of life not the end. This theory of ‘remaining passive’ (Lee 
et al. 2008) is in direct contradiction to choice and autonomy that is seen to be at the heart of 
a good medicalised death in the West. Furthermore, Lee et al. (2008) highlight the 
importance of family and the concept of ‘filial piety’ based on mainly Eastern beliefs, where 
the virtue is to respect, obey and care for parents and elders which, he argues, contrasts 
with the Western views of individualism (Clark 2002, Walter 1994). 
The following cross-cultural examples of what constitutes a good death illustrate some 
important variants that occur within culture. These include collectivism vs. individualism, 
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which can be seen in the difference between how the Kwahu people of Ghana make a 
decision on behalf of the person dying (van der Geest 2004) compared to the importance of 
personal autonomy in the United Kingdom (Walter 2003). 
Another important ideological difference is secularism vs. religion, which can be seen in 
humanist funerals, where people have ‘I did it my way’ by Frank Sinatra played at their 
cremation in the United Kingdom (Walter 1994), compared to the importance of religious 
ritual and rites in Kenya (Murray et al. 2003). Whether a culture is collective or individual, 
secular or religious, further impacts on how concepts such as medicine, the use of 
pharmaceuticals, ritual, tradition and place of death or dignity are viewed and are often 
demonstrated diversely.    
2.2.3. Cross- Cultural Factors of a Good Death 
Although the previous section highlighted cultural differences, there are some factors 
surrounding the concept of good death that appear to be similar across cultures. These 
overarching themes will be discussed and illustrated. 
2.2.3.1. Dying Trajectory 
Death can be a sudden process or a long drawn out affair. Glaser and Strauss (1968), in 
their seminal work around A Time for Dying, first described the concept of death trajectories. 
as they noted the temporal pattern of the disease process leading to a patient’s death had a 
profound impact on the experience for patients, families and clinicians. Glaser and Strauss 
suggested that, for a dying individual, events have two elements, time and shape, and that a 
dying trajectory is a graphical representation of the relationship between expectations of 
when death may occur by professionals, family members and the individual (Glaser and 
Strauss 1968). Glaser and Strauss (1968) describe three different patterns of dying: abrupt 
and sudden death, expected death of varying duration (both short-term and lingering) and 
‘entry-re-entry’ deaths involving frequent acute deteriorations, often with hospital admission, 
with an underlying steady decline. 
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With medical advances in the West, lingering death and entry-re-entry deaths (Glaser and 
Strauss 1968) are prevalent and, with the concept of the dying process (Lawton 2000), terms 
like ‘end of life care’, ‘terminal’ and ‘dying process’ are common parlance and are all terms 
used to describe the end stages of life. Van der Geest (2004) argues that, death in the 
industrial world is being ‘gerontologised’; thus, the idea of young death is a distant one. 
Nevertheless, in some developing countries such as amongst the Kwahu in Ghana, death is 
found to ‘be always around and taking its toll in all ages’ (van der Geest 2004:902).  
However, there have been noted changes in mortality patterns worldwide (Seale 2000), in 
both developed and developing countries. Seale (2000) found that there has been a general 
gain in life expectancy and an epidemiological change from infectious to degenerative 
disease in the cause of death, thus increasing dying trajectories. With the advent of AIDS, 
life expectancy decreased. However, the availability of Anti-Retroviral Therapy (ART) has 
meant that HIV/AIDS has become a chronic or long-term condition, thus increasing the dying 
trajectory for people living with HIV/AIDS in developing countries (Reniers and Tesfai 2009). 
Dying trajectories appear to have an effect on a good death for multiple reasons. Primarily, 
in palliative care, an ideal dying trajectory occurs over time and allows the autonomy and 
openness required for a good death (Goldsteen et al. 2006). However, within the context of a 
sudden death, it does not allow for the psychological aspects of having an ‘aware’ death, 
where unfinished business can be resolved (Clark 2002). Murray et al. (2005) argue that 
being aware of dying trajectories allows the physical, social and psychological needs of 
patients and their carers to be met. Furthermore, it allows clinicians to plan for the complex 
needs of their patients (Murray et al. 2005), all of which are seen as important elements in a 
good death in many cultures.  
2.2.3.2. Role of Family 
When investigating theory around a good death cross-culturally, the importance of family 
was noted to be of significance in several ways. Firstly, family in many cultures were seen to 
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be the primary care givers, in physical care, psychosocial support and financial provision 
(van der Geest 2004, Walter 1994 and 2003, and Alsirafy et al. 2010). Secondly, they were 
seen as ‘gatekeepers’ for information (Glaser and Strauss 2005) and, finally, the family’s 
willingness or ability to care was seen to have an impact on the place of death (Choi et al. 
2005 and Broom and Kirby 2013). Where people are living alone without family or living in 
adverse living conditions, for example, a refugee camp, dying at home is either unusual or 
not possible (Ayers 2006, Broom and Kirby 2013). All of these aspects have bearing on what 
is seen as a good death. 
The dominant theme around good death was the importance of family. However, how family 
was involved with regards to care and support was often found to be diverse in nature, 
culturally. Murray et al. (2003) found that, in rural Kenya, the extended family was the main 
carer for the dying person and the community as a whole were involved. The question of 
whether caring for the dying has become so medicalised in the West that families are 
deskilled raises interesting problems in the developed world (Murray et al. 2003 and Broom 
and Kirby 2013). 
Another important principle around family, were the notions of self, control and information. 
Walter (2003) argues that individualistic societies promote personal autonomy, which allows 
for palliative care and voluntary euthanasia. However, for this to be the case, patients need 
to be aware of their diagnosis. Glaser and Strauss (2005), who studied intensively six 
hospitals in the San Francisco Bay area in the 1960s, suggest that there are four ‘awareness 
contexts’ in which dying can occur: Closed awareness, suspected awareness, mutual 
pretence and closed awareness. In closed awareness, the dying patient is unaware that they 
are dying but relatives and carers (personnel) are aware. In suspected awareness, the 
patient suspects and tries to confirm or validate his position to personnel. In mutual 
pretence, both patient and personnel know the reality of the situation but pretend otherwise. 
Finally, in open awareness, there is open acknowledgement of the person’s terminal 
disease. Glaser and Strauss (2005) argue that each type of awareness context has a 
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profound effect on interaction, as families and personnel are either trying to keep the secret 
and create a wall of silence, in the case of closed awareness (Glaser and Strauss 2005), or 
in contrast, patients, family members and medical personnel are able to communicate freely, 
as in open awareness. 
This concurs with Walter (2003), who puts forward that individualism promotes personal 
autonomy, allowing for open awareness, except in cases such as a patient with dementia, 
where often the family are then the decision makers (Albinsson and Strang 2003). However, 
in a Far East or African setting, the importance of community allows the family to be the 
decision makers rather than the individual, thus demonstrating a higher potential for closed 
awareness (Glaser and Strauss 2005 and Choi et al. 2005). In Lebanon, when talking about 
cancer, euphemisms are used, such as ‘waram’, which is the Arabic word for ‘growth or 
lump’ rather than the word cancer (Doumit and Abu-Saad 2008:75 and Huijer et al. 2009). 
Furthermore, the family is the main decision maker and decides whether their loved ones are 
told about their diagnosis and ‘tactful communication’ is of paramount importance (Doumit 
and Abu-Saad 2008:78). In China, health professionals have to take care not to damage 
their patients’ emotional health when breaking bad news or it could involve legal proceedings 
(Wang et al. 2013). 
In the UK, Copp (1999) considered the experiences of patients and nurses and their families 
as the patient was close to death. Copp (1999) found three main themes: ‘protecting and 
controlling’ (Copp 1999:132), where patients, nurses and family members talk openly or not 
openly about their situation and use speech as a form a control. This resonates with Glaser 
and Strauss’ (2005) awareness theory as described above. Copp also found that nurses and 
patients were involved in ‘watching and waiting’ (Copp 1999:135) for signs of physical 
deterioration that helped define the patient’s dying status. Her final theme describes the 
terminal phase of dying as ‘holding on and letting go’ (Copp 1999:156), where she discusses 
the emotional disorganisation observed as she found people did not know how to die. From 
speaking to the nurses, Copp (1999) describes four patterns of a patient’s readiness to die, 
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which the nurses use as a ‘conceptual map’, namely: ‘person ready, body not ready; person 
ready, body ready; person not ready, body ready; and person not ready, body not ready’ 
(Copp 1999:175). Copp (1999) suggests patients can change between patterns, depending 
on their physical condition and their acceptance of death. These constructs, of separating 
the physical (body) and the person, helped nurses prepare themselves for their patients’ 
death. Furthermore, it was a way for the nurses to communicate and understand the 
emotional and physical intricacies of dying (Copp 1999). The above illustrations discuss 
various communication strategies used by families, carers and health care professionals and 
furthermore demonstrate how different cultures care for their dying loved ones.  
Finally, the family has an impact on place of death. In the United Kingdom, home death 
among cancer patients is still preferred by the patient (Higginson and Sen-Gupta 2000), 
although Gomes and Higginson (2008) estimate that less than one in ten will die at home in 
2030 in the UK. Reasons for this trend are that more people are living on their own and the 
rising hospitalisation rates of the very elderly (Gomes and Higginson 2008). In contrast, in 
certain cultures, death at home is the norm due to lack of choice, geography, cost, transport 
and infrastructure. Furthermore in certain cultures, as already discussed, hospitalisation is 
seen as ‘disrespectful’, resulting in a bad death (Qasem 2010). 
When considering good death cross-culturally, the family’s importance was unequivocal. 
However, the practical outworking, as described above, illustrates the diversity of its role in 
practice. Other cross-cultural factors of a good death found in the literature were pain relief 
and symptom control, which are discussed below.  
2.2.3.3. Pain Relief  
When describing a good death in Uganda (Kikule 2003), Kenya (Murray et al. 2003), South 
Korea (Choi et al. 2005) and Japan (Long 2004), the importance of having pain relieved was 
emphasised for a good death. However, although this was a prevalent theme, pain is 
perceived and experienced through the lens of culture (Lasch 2000). The meaning of pain 
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has differing explanations for various groups, and this has an impact on health care 
practices and in help-seeking activities to deal with the pain (Lasch 2000). For example, in 
rural Ethiopia, if a person’s illness and resulting pain are thought to be caused by sin, the 
patient is more likely to seek traditional medicine in the form of ‘holy water’ (Reniers and 
Tesfai 2009) than a medical facility. Pain in some cultures is seen as something that needs 
to be accepted in death (Lee et al. 2008) rather than rigorously controlled (Clark 2007). 
In the West, pain control in palliative care is a cornerstone to its ideology. Cecily Saunders, 
the founder of the modern day hospice movement, submits the theory of ‘total pain’, that 
suggests patients do not just experience physical pain but there are also emotional, social 
and spiritual dimensions of pain (Richmond 2005). It is interesting to note that Murray’s 
(2003) work in rural Kenya found that many of his participants had unmanaged physical 
pain. Nevertheless, the Kenyan group had apparent less mental, spiritual and social 
problems than their Scottish counterparts by comparison. Relief from pain was well 
documented in cross-cultural expressions of a good death but, as illustrated, was often 
uniquely presented. 
2.2.3.4. Symptom Control  
Both pain relief and control of symptoms were seen as important in good death theory cross- 
culturally (Goldsteen et al. 2006 and Kikule 2003). Lawton’s (2000) study in the West 
proposes death being a very physical process which results in the body becoming ‘unbound’. 
She argues that, as patients deteriorate and become more dependent, they transition from 
being a ‘subject’ to an ‘object’ and, in this process, ‘the hospice is the mediator between the 
unbounded and bounded body’ (Lawton 2000:129). This ‘unbinding’ (Lawton 2000), which in 
the West may be dealt with by medical professionals in a hospice, home or community, may 
be dealt with very differently in other cultures due to lack of resources, staff and differing 
beliefs with regards to dealing with body fluids. 
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Douglas (2002 ‘original 1966’), in her analysis of how pollution is perceived, argues that dirt 
offends against order. One of the ways body fluids or disorder is dealt with in some cultures 
is through ritual (Douglas 2002 and Bell 2009). Ritual offers a framework that acts as a 
control for experience that allows the community to make sense of the perceived disorder 
and to deal with it (Douglas 2002). Douglas (2002) suggests that the rationale for having to 
reorder dirt, and deal with it, is that the concern for purity is key to every society. 
A much broader view of symptom control can be seen through how the body is perceived 
through different cultures. The body can act as a ‘text’, which can reflect how particular 
cultures view concerns, values and preoccupations (Lawton 2000). When examining bodily 
pollution, Douglas (2002 ‘original 1966’) suggests that each culture has its own risks and 
problems. Her theory, that contemporary society is the only one that sees defilement and dirt 
avoidance as a matter of hygiene, not related to religion, is a pertinent concept that has merit 
when considering other more traditional cultures. Furthermore, Douglas (2002) argues that 
bodily pollution is seen to be linked with morals and that moral defects are harder to cancel 
than pollution ‘which can be erased by reversing, untying, washing, erasing, fumigating and 
so on’ (Douglas 2002:168). The notion that cleaning can be part of a ritual action (Bell 2009 
and Douglas 2002) with managing body fluids is also of value when considering good death 
in other cultures. A further cross-cultural factor associated with good death theory is 
emotional care. 
2.2.3.5. Emotional Care  
When someone is dying, there can be much anxiety around death, which affects the dying 
person, the family and the health professionals. People can be very fragile and yet it can be 
during this intensive time that relationships can be strengthened (McNamara 2001).The 
emotional relationship between the dying person and the carers can be extremely intricate. 
An important theory around emotions was originally proposed by Hochschild (2012 ‘original 
1983’) to illustrate emotional labour: ‘the concept of how emotions are managed and can be 
commercialised to produce the proper state of mind in others for use in the workplace’ 
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(Hochschild 2012:7). However, Hochschild (2012 ‘original 1983’) also argues that emotions 
are managed in the family (emotional work) and that every functioning society makes use of 
its members’ emotional labour. James (1992) adds to Hochschild’s theory, as she observed 
the components of ‘care work’ in a UK hospice, comparing hospice staff with domestic care 
workers. James’ components of care consisted of the organisation and decision makers, the 
physical care of the patients and she emphasised the importance of emotional labour. She 
identified this formula: care = organisation + physical labour + emotional labour (James 
1992).   
Part of Hochschild’s study defines the concept of ‘niceness’, which enhances the status and 
well-being of others. She further argues that there is a moral or spiritual sense of being 
seriously nice, in which ‘we embrace the needs of another person as more important than 
their own’ (Hochschild 2012:168 ‘original 1983’). However, Li (2004) would argue that 
niceness on the whole can be considered surface acting. In her study, she proposes that 
‘symbiotic niceness’ is a co-production of niceness found in nurse-patient talk whilst 
providing psychosocial care in hospice and hospital settings, thus emphasising the 
importance of relationship (Li 2004). 
The applicability of emotional labour or emotional work in a traditional setting may offer 
insight into the structure of the emotional burden found amongst families and their loved 
ones (Choi et al. 2005). Furthermore, the concept that niceness has a moral or spiritual link 
may be of value when investigating emotion work in families, as authority is seen as God/ 
Tradition (Walter 1994). Hochschild and Li’s work are both offered to describe contemporary 
society; for it to be relevant in a traditional setting, it is essential when evaluating emotion to 
offer insight into the culturally-boundness of emotions and their expression. 
The twin aspects of emotion and culture, and an attempt to understand them, according to 
Lutz and White (1986:427), ‘lie in ethnographic descriptions of the emotional lives in their 
social contexts’. Additionally, they argue that what is needed is to explore cultural meaning 
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and how emotion is portrayed within a social structure and the relationship to how people 
make sense of their lives (Lutz and White 1986).  
What is interesting to note is that Hochschild (2012 ‘original 1983’), in a new preface to her 
original work, emphasises the concept of emotional labour and different cultures. This 
concurs with Lutz and White’s (1986) ideas that, to understand emotion and culture, there is 
a need for ethnographic research into different cultural contexts to gain insight into how 
emotion is described. Remarkably, Hochschild (2012) describes cultural rules as ‘seeing 
rules. And seeing is a matter of thinking about what we see’ (Hochschild 2012: xi). It could 
be argued that Hochschild’s definition of cultural rules is a helpful definition of ethnographic 
practice, which is Lutz and White’s underpinning when evaluating different cultures. 
2.2.3.6. Spiritual Care 
Religion and spirituality were also dominant themes found in good death theory. As already 
discussed, Walter (2003) argues that religion and secularism influence ideas about a good 
death. He purports that, in many tribal societies, the group believes in a world religion and all 
of its members adhere to it. However, in other Western societies, religion is a personal 
choice and now has developed into personal spirituality (Walter 2003 and Koffman et al. 
2008). Whatever the spectrum of belief or thought in a spiritual context, the concept of ‘being 
at peace’ was found in Western, African and Asian theory (Walters 2004, Kikule 2003, 
Murray et al. 2003, Choi et al. 2005). Religious groups can be a main support to the dying 
person (Murray et al. 2003).  
There is also much ritual behaviour within religion that needs to be carried out to ensure that 
death can be described as ‘good’ (Ellershaw and Ward 2003). For example, if a priest is 
called prior to death or whether a person is prayed over, thus showing its importance with 
regards to what is seen as a good death. 
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2.2.4. Summary of the Good Death 
This section illustrates the complexity of what is seen as a good death. It has firstly 
considered what is seen as a good death and highlighted the changing historical influences. 
It then went on to discuss the impact of palliative care.  This was followed by a discussion on 
what is perceived as a bad death and how this may be seen as ‘uncontrolled’ (Bradbury 
2000). It then demonstrated that good and bad deaths are socially constructed. Cultural 
variations surrounding good death were discussed and finally various cross-cultural factors 
found in describing a good death were developed. Themes such as the dying trajectory, role 
of family, pain relief, symptom control and emotional and spiritual care, offered insight into 
what is seen as a good death in different social contexts. Using these themes, and by 
applying them to a specific cultural context, whether it be an individual or collective society, 
traditional or modern, could offer a foundation for the consideration of ‘good death’ in 
another culture.  
2.3. Conclusion 
The first part of this chapter, the literature review, presented data surrounding the palliative 
care situation in sub-Saharan Africa and the Middle East in order to see what similarities 
there are in the region to Ethiopia. Furthermore, it examined key areas that influence setting 
up a model of care and the impact on care delivery. It then went onto consider broader 
issues that affect palliative care provision. From this literature review, it became evident that 
palliative care in the region is in its early stages of development in many countries.  
The point of second part of the review was to narrow down the literature in order to focus on 
the concept of a good death. Theory was investigated surrounding good death from 
historical and cultural perspectives in order to highlight its relevance to a good death in 
Ethiopia. By examining good death, it was envisaged that this would provide insight into 
factors that would help formulate my research focus when considering the care of the dying 
situation in Addis Ababa, Ethiopia. 
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As a result of studying the literature in the above sections and identifying the gaps in 
knowledge and cultural factors surrounding a good death, I became determined that an 
ethnographic study that will explore the palliative care situation in Ethiopia by observing the 
culture of care of the dying would add to the body of knowledge. As little is known about the 
situation in Ethiopia, a quantitative study was deemed inappropriate (Creswell 2002). 
Furthermore, as examining the culture of care is part of the gap in the body of knowledge, a 
qualitative paradigm would be most appropriate and ethnography the most suitable 
methodology to use.  
After considering both the literature review and the concept of good death with regards to the 
current care of the dying situation the following research aim and objectives and questions 
were identified. 
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2.4. Research Questions 
After performing the review of palliative care literature in the sub-Saharan Africa and Middle 
East region, gaps in the literature were identified. As already mentioned there is a lack of 
research studies available from Ethiopia and furthermore there is a lack of clarity and 
understanding of how large the palliative care burden is in the country and little knowledge 
regarding both the model of care being implemented in Addis Ababa and whether such 
palliative care delivery is culture sensitive. The literature review also found little evidence of 
how the family and the community practically care for their dying and palliative care practices 
with regards to pain relief and symptom control in Ethiopia. The most detailed data were 
from studies that used in-depth qualitative interviews with key personnel involved in service 
provision in the region and an analysis of country reports (Wright et al. 2006). Few studies 
used a defined qualitative methodology; in particular, there was a dearth of ethnographic 
studies which considered the cultural aspects of death and dying. 
 From the second review of literature which considered ‘good death’ theory, the 
conceptualisation of what is seen as a ‘good death’ in various similar cultures was 
considered and the theory surrounding what is perceived as a ‘good death’ in Ethiopia was 
found to very limited. From these gaps in the literature the following research aim was 
established. 
 2.4.1. Research Aim  
The aim of this research is to explore the issues related to palliative care in Addis Ababa, 
Ethiopia. This study is concerned with observing and describing the culture of care for the 
dying with regards to a hospice facility. 
 In this study observing and describing culture is foundational. As already mentioned in the 
background chapter, studying culture is not unproblematic as it is has multiple definitions 
and is a concept that is ever changing (Vydelingum 2006). Culture operates as a social 
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construct that is distinguished by attitudes and behaviours of a social group (Koffman 2006). 
A working definition of culture used for this study is: 
‘Culture is a historically transmitted pattern of meanings embodied in symbols, a 
system of inherited conceptions expressed in symbolic forms by means of which men 
communicate, perpetuate, and develop their knowledge about and their attitudes 
toward life.’                                                                                             
(Geertz 1973:89) 
 
I have used this definition for this study as it includes the impact of historical influences, 
which I consider may be relevant to this study. It also incorporates the effect of 
communication, and, most importantly it addresses the fact that culture is a dynamic 
process. 
2.4.2. Objectives  
After establishing the principal aim of this study, the following objectives were identified: 
1. To explore the practice of palliative care for Ethiopians with advanced cancer and 
HIV/AIDS in relation to World Health Organization guidelines. 
2. To examine the culture of in-patient, home care and day care. 
3. To find out the needs of carers and family members involved in care of the dying. 
4. To paint a picture of the culture of the provision of palliative care in Ethiopia and 
existing support services. 
5. To further the body of knowledge in palliative care in Ethiopia and make 
recommendations for future palliative care policy to support a culturally appropriate, 
economic quality service in the country.  
2.4.3. Research Questions 
After establishing the principle aim and relevant objectives for the study, the following 
questions were established:   
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1. What does the culture of care of the dying look like in Addis Ababa? 
2. How is palliative care practised at present in Ethiopia within the context of a hospice 
setting? 
To further develop this study and to answer the above questions in the most effective 
manner, the next chapter will explore ethnography as a methodology and record the 
research procedure used to implement this study. 
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Chapter 3 
 Methodology and Methods 
 
The previous chapters have provided a background to the care of the dying in Ethiopia and 
have offered both a broad and a narrow focus of the literature. From these, the research   
questions were established and a qualitative paradigm was deemed as the most appropriate 
to answer the research questions. This chapter will focus on the methodology adopted for 
this study. The chapter will be divided into two parts: following a discussion of the chosen 
methodology, a comprehensive account of the research procedure will be provided.  
In part one I will explore ethnography by describing its history whilst providing a working 
definition for this study. Various types of ethnography and the rationale for choosing a 
focused ethnography will be discussed. Various criticisms will be highlighted around the 
debates on the family of ethnographic methods used. Finally, I will highlight the ethical 
dimensions of this study.  
The second part of this chapter will detail the research methods. This will be done through 
an account of the research process and methods which were used to gain and maintain 
access for participant observation, home visits and interviews. It will also illustrate the 
processes of ‘being in the field’ and gathering data, and will then finally demonstrate how 
data were analysed. 
3.1. Methodology 
 
When considering which research approach to use for this study, a qualitative stance was 
seen to be the most appropriate, as little is known about the situation and the focus of the 
study, the hospice, offers a small sample. The main focus was to explore the care of the 
dying situation in Addis Ababa and to investigate the experiences of patients, carers and 
staff within their cultural context. Therefore, the rationale for using a qualitative methodology 
was to capture richness of the experiences as seen by the patients, carers and staff. A 
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qualitative methodology further allows for an in-depth examination of the situation, the 
participant experiences and, consequently, for detailed descriptions of care, (Creswell 2002). 
My previous experience of working with Ethiopian refugees further influenced my thinking 
with regards to the most appropriate research approach. It was through nursing, translating 
for and researching the experiences of such disadvantaged people that I learnt that it took 
time to develop relationships. Additionally, I realised that good relationships were vital for 
gaining credibility and accurate information. Thus, I became convinced that a qualitative 
methodology would be the most suitable, as the methods used would allow for the 
development of relationships and interaction with the participants. 
As can be seen from the literature review, qualitative methods have been used when 
researching palliative care situations in Africa and the Middle East (Clark 2007, Downing 
2008 and Balcha et al. 2011). This is mainly due to the fact that researching care of the 
dying is a new concept in these countries, so quantitative studies have not been as feasible 
due to low participant numbers. This research is based in a small health facility within a 
surrounding community in an urban area in Addis Ababa (see 3.2.5.2.), and it can be argued 
that a qualitative methodology using a small group of participants provides rich data that can 
then be analysed, (Silverman 2013).  
Furthermore, when deciding on a specific qualitative methodology, I considered that 
ethnography was a methodological fit, as the premise of this study is intrinsically linked to 
the exploration of cultural implications within the care of the dying setting in Addis Ababa. 
Ethnography has been portrayed as ‘the art and science of describing a group or culture’ 
(Fetterman 2009:1). Therefore, this particular methodology lends itself to the current area 
under research.  
This study fits into the paradigm of naturalism, which according to Hammersley and Atkinson 
(2007), involves the social world under investigation being studied in its ‘natural’ state, 
undisturbed by the researcher. This requires that the research should not to be placed in an 
    
105 
 
‘artificial’ setting, for example, that of experiments or formal interviews as the main data 
source, which may be the case in a positivist enquiry. Hammersley and Atkinson (2007) 
further suggest that a key element of naturalism is that the researcher adopts an attitude of 
‘respect’ of the natural world. Thus, it can be argued that ethnography located in naturalism 
offers a methodology that explores the natural setting and can provide deep in-depth 
description of an unknown situation. 
Choosing a research paradigm, philosophical underpinning and methodology has ontological 
and epistemological implications for the study. Ontology can be described as the 
‘philosophical assumption of the nature of reality’ (Creswell 2009:254). An ontological 
implication, for this study is that, as naturalism sees reality as being ‘dynamic’ in its natural 
state (Gubrium and Holstein 1997: 19), the researcher is only able to provide a faithful 
picture of what is observed at the time of the study. This has implications for the study as 
palliative care is evolving in Ethiopia; therefore the study will only attempt to describe the 
care of the dying situation in Addis Ababa as is experienced through the participants in the 
study. Gubrium and Holstein (1997: 24) describe this as documenting the ‘real-life’ drama of 
the events observed.  
Epistemology addresses the relationship between the researcher and the studied being 
connected or ‘interrelated’; it can further be described as ’closeness’ between the researcher 
and researched (Creswell 2009: 253). An epistemological implication, of the approach taken, 
is for the researcher to describe the ‘real-life’ drama of the care of the dying situation 
(Gubrium and Holstein 1997), it is necessary for the researcher to ‘get inside’ the world 
being observed and to become a part of it whilst still remaining in the role of researcher 
(Gubrium and Holstein 1997:30). Furthermore, it is important that as participants tell their 
stories and the researcher overhears conversations that he/she represents the participants’ 
worlds as ‘accurately and colourfully as possible’ (Gubrium and Holstein 1997:35). In order 
to do this, the importance of truthful and detailed field notes is essential to ensure faithful 
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representation (Emerson et al. 2011 and Gubrium and Holstein 1997), this is further 
discussed in 3.2.7. 
3.1.1. Ethnography as a Methodology 
3.1.1.1. History 
Ethnography as a methodology has a ‘complex history’ (Hammersley and Atkinson 2007). It 
is based in two differing disciplines: anthropology and sociology. It is originally rooted in 
British social anthropology in the middle of the nineteenth century and was linked with 
‘ethnology’, which was the comparative and historical study of non-Western cultures, usually 
carried out by travellers or missionaries. Ethnography overtook ethnology and became the 
anthropologists’ main focus of research, collecting first-hand empirical data. Later it was 
further defined in sociology in the work of the Chicago School (McGarry 2007). Chicago, in 
the early twentieth century, was a city full of rapid change, population explosion, mass 
immigration and the development of urban areas. This setting allowed the sociologists of the 
time to use it as a ‘natural laboratory’. It was through their work that a methodology was 
developed, involving the intimate study of everyday life (O’Reilly 2009). Ethnography has 
historically has been used to research the unfamiliar, such as unknown tribes. However, it is 
also now being used to examine familiar surroundings, (Cudmore and Sondermeyer 2007).  
The reason for including a brief historical account of ethnography is that it resonates with the 
research in question. In this study, the participants are from a different culture from the 
researcher and they live in a society that could potentially be examined from an 
anthropological perspective. However, the specificity of the care of the dying setting lends 
itself to a sociological approach. The historical background emphasises the 
interconnectedness between these two schools of thought. This will be discussed further 
when considering the specific type of ethnography to be used.  
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3.1.1.2. The term ‘Ethnography’ 
Due to the historical development of ethnography, it does not appear to have a well-defined 
meaning (Hammersley and Atkinson 2007). Silverman and Mavasti (2008:378) state that 
ethnography refers to ‘social scientific writing about particular folks’. Hammersley and 
Atkinson (2007) unpack this idea further by suggesting that ethnography is being involved in 
people’s daily lives and that, through observation, one watches to see what is said and done, 
asking questions over an extended period of time.  
As a research process, ethnography is not orderly (Fetterman 2009), but is ‘iterative- 
inductive’ in its approach (O’Reilly 2009), meaning that it evolves in design as the situation is 
repeatedly examined and learned from. Fetterman goes further to suggest that, to reach a 
destination in ethnography, it ‘often means taking false paths, coming up against dead ends 
or detours and sometimes losing the way altogether’ (Fetterman 2009:ix). Such is the 
complexity of the process. 
Clifford and Marcus (1986) demonstrate, however, that through this process, the 
ethnographer’s role is to represent in familiar terms something that is actually foreign, to 
‘decode what the world sees as coded’ (Clifford and Marcus 1986:xi). It is about 
understanding the social and cultural scene from the emic, or insider’s perspective, that is 
the essence of this role, which can be argued as being part storyteller, part scientist 
(Fetterman 2009). However, the responsibility of the ethnographer does not end with 
collecting insider information; it involves making sense of the data ‘from an etic or external 
social scientific perspective’ to fully illustrate the paradigm of the research, (Fetterman 
2009:11). 
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A working definition that illustrates the way this study was developed can be found by 
O’Reilly (2009): 
‘Ethnography draws on a family of methods, involving direct and sustained contact 
with human agents, within the context of their daily lives (and cultures), watching 
what happens, listening to what is said, and asking questions. It results in richly 
written accounts that respect the irreducibility of human experience, acknowledges 
the role of theory, as well as the researcher’s own role and views humans as part 
object/subject.’                       (O’Reilly 2009:3) 
 
Transposing O’Reilly’s definition of ethnography into my research project, I will use the 
‘family of methods’. By being present in Addis Ababa at the hospice for six months, I will 
illustrate ‘direct and sustained contact with human agents’, namely staff, carers and patients. 
I will be ‘watching what happens’ by participant observation, ‘listening and asking questions’ 
by conducting interviews and will have ‘richly written accounts’ by writing field notes, having 
a research diary and interview transcripts (the methods used will be discussed in section 
3.1.5. of this chapter). 
3.1.2. Types of Ethnography 
As ethnography has developed, distinctions have been made regarding its various forms. To 
understand this research project, it is helpful to locate it within the various types. Van 
Maanen (2011) argues that ‘to produce ethnography requires decisions about what to tell 
and how to tell it’ (van Maanen 2011:25). It is the ‘what’ and the ‘how to tell’ that delineate 
types of ethnography.  
3.1.2.1. Conventional Ethnography 
Classical, or conventional ethnography, attempts to portray the macro view of life of a given 
culture or society. This form was used by early ethnographers to study the unknown, the 
different or the exotic (O’ Reilly 2009). It often involves long periods of stay in an area, 
learning a language and documenting social arrangements and belief systems (Reeves et al. 
    
109 
 
2008). An example of this can be found in the work of Bronislaw Malinowski, who is 
considered a founding father of ethnographic fieldwork. Malinowski carried out his most 
noted work in the Trobriand Islands in Melanesia (Malinowski 1922). He spent several years 
living with and studying this culture, where he found that the Kula people have a trading 
system between islands involving shell jewellery, which was of central importance to the 
locals’ lives, (Malinowski 1922). 
A critique of this form is that, in the past, there were implications of the ethnographer’s role 
being linked to colonialism, which was seen by way of colonial administrators funding certain 
projects and the way in which a particular culture was regarded (Hammersley and Atkinson 
2007). However, this form of ethnography allows the researcher to explore broad 
sociological issues, although attention needs to be taken as the researcher is in the field for 
long period of times. Loss of objectivity and full immersion into the culture under study or 
what is sometimes called ‘going native’ can be an issue. 
As a suitable type of ethnography for this study, it does have some potential, as this 
research is investigating an African culture, so in that sense it could be argued this work is 
‘different or exotic’ (O’Reilly 2009). However, conventional ethnography looks at broad 
concepts; it can be classed as ‘open’ where everything in the society is under scrutiny 
allowing wide research (Knoblauch 2005). Whereas in this study, there is a narrow focus on 
the care of the dying community and the goal is to gain in-depth data; this will be discussed 
further. 
3.1.2.2. Contemporary Ethnography 
As the methodology has developed, it has transitioned from the foreign to the familiar. By the 
familiar I am referring to ethnographic research that takes place in one’s own country. These 
are known by some authors as insider, or contemporary, ethnographies. This involves the 
researcher exploring a known environment, for example, nurses in their own work setting, 
(McGarry 2007). An insider ethnographer may be able to create rapport or gain access more 
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easily. Conversely, there is the added burden of ‘being one of the team’. So to maintain 
objectivity, the concept of reflexivity and its importance has come to the forefront of insider 
ethnography. Cudmore and Sondermeyer (2007) provide an example of insider ethnography 
when they examined Emergency Nurses in the department the primary author worked in. 
Cudmore, found that, although she had a good relationship with her colleagues, when she 
came to do a focus group and explain her methodology she evidenced ‘that I was different 
from them’ (Cudmore and Sondermeyer 2007:30). Cudmore became increasingly aware of 
the tension she felt of being a practitioner and a researcher in the same clinical area and had 
to deal with thoughts of ‘betraying’ her colleagues and wanting to protect them when writing 
up her thesis. However, by keeping a research diary and remaining reflexive, she was able 
to overcome some of these tensions, (Cudmore and Sondermeyer 2007).  
With regards to whether contemporary ethnography is relevant to this study, as a nurse tutor 
working in Yemen, I was coming from an outsider perspective where the place of study (the 
hospice and wider caring community in Addis Ababa) was not my workplace. Therefore, as a 
methodology for this study it would be deemed inappropriate. 
3.1.2.3. Critical Ethnography 
From these two main concepts, foreign and familiar, ethnography has been used to research 
culture in different ways. One of the ways this has been done is through critical ethnography. 
This uses an ethnographic stance to provide insight into wider structures and helps produce 
change, but is overtly political and critical (Atkinson et al. 2007). A critical ethnographer 
attempts to challenge assumptions and agendas, to describe power and control in 
relationships, and to expose situations (O’Reilly 2009). Critical ethnographies have been 
used to research such areas as the inequalities and geography of organ donation (Scheper-
Hughes 2004) and low-paid jobs in America, hoping to aid reform in these areas (Ehrenreich 
2001). As a form of ethnography, there has been some criticism in the past of its meaning, 
as the boundaries between ethnography and other critical approaches have been unclear 
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(Gordan and Levin 2007). However, with the support of current theoretical literature, it is an 
approach that is becoming more widely used. 
When considering this study, a critical stance may have relevance in the future to gather 
data. However, as so little is known about the care of the dying situation at this present time, 
it is difficult to criticise what is unknown, therefore this was discarded as a methodological 
choice. 
3.1.2.4. Feminist Ethnography 
Feminism is another school of thought that has embraced ethnography to provide insight into 
process within its field (Gordan and Levin 2007). Feminist ethnographies have also used a 
critical approach, but have applied it to highlight women’s issues (O’Reilly 2009). As a 
methodology, it calls for greater listening to the participant and in turn allows the researcher 
to talk and be less rigid in terms of agenda. Through this process, feminist ethnographers 
have been able to gain insight into the intricacies of gender and sex. A focus of feminist 
ethnography has been the research process, as already mentioned, which has helped inform 
a feminist ethics of care, in order to gain knowledge that can help change exploitive 
conditions (Savage 2006). Allan (2001) used feminist ethnography to investigate how nurses 
cared for women in a fertility clinic and found that nurses used ‘emotional awareness’ to 
support the women. This, in fact, did not involve emotional intimacy or closeness; however, 
the patients were aware that the nurse was concerned for them. 
When considering this study, a feminist ethnography would be a viable option, as the 
epidemiology of people with cancer is overwhelmingly women. As already mentioned in 
Chapter 1, the Addis Ababa Cancer Registry (at present there is no country registry) 
reported between January 2012 to December 2012, 1,995 (68.7%) female cancer cases and 
912 (31.3%) male cancer cases (AFCRN 2014).  Feminist medical sociologists have focused 
on the development of creating rapport and intimacy as seen in the work of Ann Oakley 
whose work focused on how to question women appropriately and effectively when 
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researching housework and childbirth (Savage 2006 and O’ Reilly 2009). However, feminist 
ethnography was discarded for two reasons. Firstly, this current study involves the family 
and community as a whole and I wanted to capture an overall picture of the care of the dying 
community, rather than focusing solely on women’s issues only, so a feminist approach 
would narrow the scope of inquiry. Secondly, Ethiopia is still a male dominant society, where 
many of the gatekeepers and decision makers in health are men, and I identified that a 
feminist approach could potentially complicate how the data and findings are perceived. 
3.1.2.5. Postmodern Ethnography 
Ethnography has also been used to research aspects of post-modernism. Ordered 
authoritative accounts have been abandoned in the light of post-modernism and 
presentational styles include dialogue and auto-ethnography, where the ethnographer 
presents uses personal accounts of their own experience (Clifford and Marcus 1986). 
Another writer within this field suggests that postmodern ethnography defamiliarises 
‘common sense reality…evokes a fantasy…and then returns participants to the world of 
common sense transformed, renewed and sacralised’ (Tyler 1986:126). Development and 
experimentation in presenting styles include poetry, dance and performance. A critique of 
postmodern ethnography is that, although the presenting argument is that everything needs 
to be interpreted, it is essential that clarity is not abandoned in the process (O’ Reilly 2009).  
As has been ascertained from the background and theoretical framework chapters, Ethiopia 
is a traditional society (Levine 2007). Therefore, to use a postmodern lens within 
ethnography to investigate a traditional society was seen to be an inappropriate fit and was 
thus discarded. 
3.1.2.6. Focused Ethnography 
Focused ethnography explores a smaller element of society; targets shared experiences of a 
group and focuses on common behaviours (Roper and Shapira 2000). Muecke (1994) 
argues that a focused ethnography is problem-focused and context specific on a discrete 
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community or organisation. It typically has a limited number of participants due to its context 
and involves episodic participant observation. The participants hold specific knowledge, thus 
creating a focus. This type of ethnography tends to involve a pre-selected topic of enquiry 
(Cruz and Higginbottom 2013). Roper and Shapira (2000) argue that a main purpose of 
focused ethnographies in nursing research is to discover how people from various cultures 
integrate health beliefs and practices into their lives. A critique of focused ethnography is 
that there is limited guidance in using it as a research methodology (Cruz and Higginbottom 
2013), although it is being used in academia and health settings. 
When reflecting upon the various forms of ethnography and their appropriateness to this 
study, the two types that were found to be most suitable were conventional and focused 
ethnography. I therefore examined and compared these methodologies in a greater detail, 
and the rationale for coming to the decision of choosing a focused ethnography is outlined 
below. 
3.1.3. The Rationale for Focused Ethnography 
Conventional ethnography, as already mentioned, is grounded in the field of anthropology, 
the study of people. However, the foundation of a focused ethnography is based in 
sociology. Knoblauch (2005:11) suggests that focused ethnographies study the ‘situative 
performance of social actions’. These performances happen naturally in everyday life and 
the emphasis is on the ‘particular’. This research takes place in Ethiopia, which could be 
regarded as a ‘foreign’ setting where perhaps conventional ethnography would be the 
methodological choice (O’Reilly 2009). However, the focus is on the distinct issue of caring 
for the dying in Addis Ababa. It is investigating a specific sub-culture (people who are dying 
and their families) within the mainstream culture in Addis Ababa. Therefore, a focused 
ethnography was seen to be the most fitting approach. To analyse the rationale in more 
detail, I will use figure 4 to discuss the choice made. 
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In comparison with conventional ethnography, a focused ethnography usually involves short-
term visits. With my study, I performed three field visits. The first was a scoping visit of three 
weeks to establish the focus and place of study, to gain permission from the hospice and to 
investigate the ethical permissions needed. The second and third visits were both three 
months in length. The typical argument against this short-term focused approach is that it 
can be ‘superficial’. However, Knoblauch (2005) would counter that argument by stating that 
this is not the case and that, although visits are shorter; they are compensated by the 
intensity of data collection and data analysis (Knoblauch 2005). 
As can be seen from figure 4, a conventional ethnography, nevertheless, involves collecting 
field notes over a long period of time. Therefore, Knoblauch (2005) suggests it is time 
extensive. This contrasts with a focused ethnography, which involves a time-intensive 
approach, as a large amount of data is collected and requires analysis in a short period of 
time. Furthermore, by recording interviews and not merely relying on field notes, as in some 
conventional ethnographies, this further intensifies data collection and analysis. 
An important rationale for choosing focused ethnography is that it is based on being involved 
with ‘actions, interactions, and social situations’ (Knoblauch 2005:11). As the aim of this 
research is to investigate the care of the dying situation in Addis Ababa, this methodology 
allows for the exploration of the ‘action’ of care, the ‘interactions’ between carers and their 
loved ones, and the ‘social situation’ within the family and wider community.  
Another principal reason for using focused ethnography for this study is that it allows the 
researcher to study communication within the area under scrutiny. According to Knoblauch 
(2005:9), ‘verbal and visual conduct’ is the main subject matter for a focused ethnography, 
whereas, in a conventional ethnography, the focus is on social groups, institutions and 
events. It is this underpinning concept of studying communication in focused ethnography 
which formed the generation of detailed accounts of dialogue amongst carers and their loved 
ones in this study, as can be found in the following findings chapter. Using this specific 
    
115 
 
methodology allowed for the collection of not only what was being ‘said’, but potential 
reasons for why it was being ‘said’, thus confirming the centrality of ‘verbal conduct’ and 
providing insight into central thoughts and values in the care of the dying setting in Addis 
Ababa. 
Figure 4: A Comparison between Conventional and Focused Ethnography (Knoblauch 
2005) 
Conventional Ethnography Focused Ethnography 
Long- term field visits Short- term field visits 
Experientially intensive Data/analysis intensity 
Time extensity Time intensity 
Writing Recording 
Solitary data collection and analysis Data session groups 
Open Focused 
Social fields Communication activities 
Participant role Field- observer role 
Insider knowledge Background knowledge 
Subjective understanding Conservation 
Notes Notes and transcripts 
Coding Coding and sequential analysis 
 
A focused ethnographer, like a conventional ethnographer, is interested in the emic or 
insider perspective. However, a focused ethnography emphasises the specific. In practice 
this means that it is not necessary for the researcher ‘to reconstruct the cultural stock of 
knowledge to act in the whole field’ (Knoblauch 2005), but to focus on the particular 
fundamentals of knowledge relevant to the research area in question. This highlights again 
the rationale for choosing focused ethnography, as the emphasis in this study is on specific 
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knowledge pertaining to the care of the dying situation, not the culture of Addis Ababa as a 
whole.  
3.1.4. Critique of Ethnography 
Once I made a decision to use focused ethnography, it became necessary to examine the 
criticisms made regarding ethnography so as to be aware of the pitfalls and to incorporate 
safeguards into my design. Below is a discussion of the common critiques made against 
ethnography. 
The fundamental critique that is applied to qualitative research as a whole, not only 
ethnography, is due to the dichotomy between positivism and naturalism (Cruz and 
Higginbottom 2013). With a positivistic stance, data are controlled and gathered in an 
objective manner, often in an ‘artificial’ setting. Conversely, in a naturalistic paradigm the 
world is examined in its ‘natural state’, undisturbed by the researcher (Hammersley and 
Atkinson 2007). It is the perceived subjectivity of this approach that has come under criticism 
(Cruz and Higginbottom 2013). 
Ethnography is driven by the experience of the writer drawing on their work in the field in 
their area of study, and then interpreting it. This is seen as one of the key characteristics of 
ethnography (Cruz and Higginbottom 2013). However, personal characteristics and 
relationships affect fieldwork. For example, a man and a woman may see the field in 
different ways and may be granted access or not because of their gender (van Maanen 
2011). Fetterman (2009) suggests that there may be a benefit of a ‘halo effect’ if you are 
introduced in the field by the right person. To counterbalance the argument of subjectivity in 
ethnography, it is essential to employ a self-critical stance (Silverman 2013). An 
ethnographer is neither completely passive nor neutral working in the field, so it is essential 
to ‘locate’ oneself in the study (O’Reilly 2009) and to be reflexive. Both of these aspects will 
be discussed in detail with regards to this study later on in this chapter. 
    
117 
 
When gathering data, the detailed recording of the ‘multi-faceted nature of social action’ 
(Reeves 2008:514) can be difficult and it is essential that, in the interpretation of this data, 
the ethnographer justifies his/her approach and is transparent in the way this is done. There 
has been much debate in the literature with regards to a ‘crisis of representation’ 
(Hammersley and Atkinson 2007), which started when Clifford and Marcus (1986) 
challenged the way that ethnographic writing puts forward an impersonal ‘single authorial 
voice’ (Hammersley and Atkinson 2007:203). This argument has led to extremes of ‘messy 
texts’ to fictionalised narratives. However, Hammersley and Atkinson (2007) suggest that a 
proper balance between an impersonal authority and an ‘exaggeratedly literary form in which 
the author seems more important than the rest of the world’ (Hammersley and Atkinson 
2007:204) is the way forward. Because of this critique, I became further aware of being 
ethically reflexive and ensuring that, in interpreting my findings, the patients, family members 
and hospice staff are represented. 
3.1.5. Ethnographic Methods  
3.1.5.1. Participant Observation 
Within the family of methods in ethnography, participant observation (PO) is the traditional 
method that has helped define it (O’Reilly 2009). Burawoy et al. (1991) describe PO as a 
technique: 
‘that distinguishes itself, by breaking down the barriers between observer and 
participant, between those who study and those who are studied. It shatters the glass 
box from which sociologists observe the world and puts them temporarily at the 
mercy of their subjects… the ethnographer confronts participants in their corporeal 
reality, in their concrete existence in their time and space’.  (Burawoy et al. 1991:291) 
I think this means for me that participant observation allows for vulnerability for both the 
participant and the ethnographer. The participants allow the observation; however, the 
ethnographer is stepping into the participants’ world. As a method, participant observation 
allows immersion into a culture, observing and recognising patterns in it over time 
(Fetterman 2009). Brewer (2000) suggests that, through participant observation, the 
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researcher becomes the principal instrument of data collection. For this to be effective, time 
is a necessary requirement for people to forget their ‘company behaviour’ and to fall back 
into familiar patterns. Fetterman (2009) suggests that six months to a year as an ideal time 
in the field.  Furthermore, the role taken in participant observation can affect the way data is 
obtained. Participant observation can be identified by different roles: from complete 
participant to complete observer, from covert to overt, although covert participation has 
some serious ethical considerations (Silverman 2013).  The role I have chosen for this study 
will be discussed later in the chapter. 
I used participant observation as a method, which allowed me to immerse myself in the care 
of the dying. Furthermore, I was able to observe, participate and recognise patterns of care, 
such as symptom control and talking about cancer, which informed my research questions. It 
also helped in gaining insights for discussion and interviews. For example, if I first observed 
something about which I was unsure, or an area which I considered important, I could then 
ask about this further or discuss it in an interview. 
3.1.5.2. Field Notes and Research Diary 
Communicating what is observed and gained from participant observation involves a 
transition from observation to written text. This was done as soon as possible so that 
accuracy is maintained. This can be done by writing words or notes or phrases in a notebook 
so that a clear and immediate impression of what is seen can later be written up in the field 
notes and research diary (Richards 2009). The practicalities of this will be discussed in part 
two. 
Field notes were taken during the course of the research to keep a record of the time spent 
in Addis Ababa. According to Richards (2009) good field notes should:  
‘intrigue with vividness and contradictions, bother and distract with remembered 
themes and recurrent noises, fascinate even though those who hold the view that 
reliable research cannot be done with qualitative data.’                  (Richards 2009:41) 
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An example of my field notes can be found in 3.2.7. According to O’ Reilly (2009), field notes 
should be like ‘painting a picture’, providing a representation of what is seen, heard and felt 
(Emerson et al. 2011). Field notes as a text provide description that can be consulted, 
analysed and interpreted by the researcher, those outside the field and actors (Spradley 
1980). Fetterman (2009) argues that ‘thick description’ is an essential part of ethnographic 
field notes. Thick description is synonymous with the work of Geertz, following on from Ryle 
who used this term to explain cultures by describing specifics, details, conceptual structures 
and meanings, as opposed to "thin description", which is a factual account without any 
interpretation (Geertz 1973). Thick description is a written account of a ‘cultural 
interpretation’ rather than simply describing an event (Geertz 1973). The aim of my field 
notes was to provide thick description in order to delineate the interconnection between 
observation, data collection, theorising and analysis. By this I suggest that the thick 
description of my field notes needed to be sufficiently detailed to allow for the interpretation 
and analysis of things observed that resulted in comparison to existing theory. 
In addition to writing field notes, a research diary was used to record thoughts and feelings 
and make general notes whilst in the field.  Firstly, this was to aid reflection; Hammersley 
and Atkinson (2007) suggest that notes and journals create an ‘internal dialogue’ that, is the 
‘essence of a reflexive ethnography’ (Hammersley and Atkinson 2007:151). Secondly, it was 
to help prevent ‘merging instead of immersion’, and so allowing the analysis of feelings and 
guarding against the possibility of ‘going native’ (O’Reilly 2009:74). Examples of how I used 
my research diary will be illustrated in the second part of this chapter.  
3.1.5.3. Ethnographic Interviewing  
A description and table of the interviewing process can be found in the second half of the 
chapter, see 3.2.8.2. An ethnographic interview is different from other research interviews as 
it is often done once a relationship has been established and is based on familiarity and trust 
(Hammersley and Atkinson 2007). It is this dynamic between the participant and the 
researcher that creates a depth to the data, which is different from other methodologies. 
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When the time comes to interview, the fieldworker understands the fundamentals of the 
community being researched from an ‘insider perspective’. This means that the questions 
asked are more likely to ‘conform to the native’s perception of reality than to the researcher’s 
Fetterman (2009:38). Heyl (2002) concurs with this concept, as she suggests that one of the 
principles of ethnographic interviewing is that the fieldworker needs to acquire a self-
awareness of his/her role, as meaning is co-constructed within the interview process (Heyl 
2002). This was done by asking open questions, which allowed the participant to offer 
information that was then explored together. Furthermore, if an ethnographic interview is 
done well it should feel like ‘natural dialogue’ (Fetterman 2009).  
Ethnography often uses more of an unstructured approach to interviewing than a structured 
set of questions for the participant. Fetterman (2009) states that there are different types of 
questions used when interviewing. There is the ‘grand tour’ question, where the fieldworker 
is trying to gain broad information or the ‘big picture’ of the culture they are in. Conversely, 
there is the specific question, which elucidates explicit details. Questions can also be open-
ended or close-ended and, according to Fetterman (2009), both have a place. How this style 
of questioning was utilised in this study will be discussed in part two of this chapter. 
As already mentioned, one of the underpinning concepts of focused ethnography is the way 
that it allows for the in-depth study of communication (Knoblauch 2005). When considering 
the care of the dying situation in Ethiopia, the communication that is of interest is how 
participants talk about care, the phrases they use to describe situations and how illness and 
death are discussed in a natural setting. Ethnographic interviews are a key method to 
explore and probe the reasons people do what they do; this can be captured and then 
analysed. This was the rationale that I employed when choosing this as a method for my 
study. 
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3.1.5.4. Natural Conversations 
From my previous experience of working with Ethiopians and from my scoping visit to the 
hospice (discussed in 3.2.3.), I observed that drinking coffee is a fundamental part of Addis 
Ababa culture and this is when people spend time talking together.  I visited the hospice 
twice on my scoping visit and both times I noticed that after lunch, (where interestingly there 
was little conversation) coffee was made in front of me. This intricate process of cooking 
green coffee beans until they are roasted, grinding them and afterwards boiling water and 
coffee in a clay pot over a charcoal burner, allows time for natural conversations and 
discussion, where staff would talk about what was going on, the patients at the hospice, 
people they had visited and other general social chit-chat. As drinking coffee lends itself to 
people being relaxed and ready to talk, I decided using time for this process was an 
important part of my fieldwork. After getting to know the staff, I also was able to use the time 
to ask questions and clarify things I had observed that day. After deciding on the research 
methods to be used for this study, I went on to consider the ethical implications. 
3.1.6. Ethical Considerations 
Thinking through ethics in relation to this study was not a one-off event; it was something 
that was deliberated throughout. Nevertheless, ethical approval was sought and gained from 
both the University of Surrey and the Ethiopian Health and Nutrition Institute in Addis Ababa 
(see Appendices 4-5). For permission to be granted in Ethiopia a video presentation was 
provided and all relevant documents were presented for scrutiny. To discuss the issues 
surrounding this important subject, I will highlight critiques made with regards to ethics in 
ethnography and then relate them to areas of this study. 
Ethnography has been criticised historically, as previously, when anthropologists gathered 
data of native peoples, they did not study both the ‘colonizing and the colonized societies’, 
ignoring the lived realities of the people being researched (Aull Davies 2007:12). 
Furthermore, there appeared to be a lack of purpose to the research and the data collected. 
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There has since been recognition that, to act in an ethical manner, it is necessary to seek 
knowledge that has relevance to the issues and problems of the people being researched 
(Aull Davies 2007). In light of this critique, this study aims, not merely to cast an 
ethnographic gaze on to the care of the dying in Addis Ababa, but to obtain knowledge in an 
ethical way, in order to highlight issues in an attempt to address them. 
How judgements are formed, and what is considered ethical, seem to come from two 
schools of thought. ‘Consequential’ approaches focus on whether a participant is harmed 
during the research process. Equally, ‘deontological’ approaches focus on the rights of 
participants, such as privacy, respect, or self-determination (Murphy and Dingwall 2007). 
These approaches are not necessarily in conflict with each other, as can be seen in this 
study where, as a researcher, I had a responsibility to do no harm as well as ensure my 
participants’ rights were respected. 
Beauchamp et al. (1982) suggest four principles for good ethical practice in research: non-
maleficence, beneficence, autonomy or self-determination, and justice. I will use these 
principles to discuss this concept further. It is of note that the first two principles can be 
considered consequential approaches and the last two are deontological in nature (Murphy 
and Dingwall 2007). 
3.1.6.1. Non–maleficence and Beneficence 
Murphy and Dingwall (2007) suggest that Beauchamp et al.’s (1982) first two principles can 
be combined as they argue that, research ‘is ethical if its benefits outweigh its potential 
harm’ (Murphy and Dingwall 2007:340). Although the risk with ethnography is not 
comparable to that of a patient on a drugs trial, ethnography can still harm participants. 
Harm can occur during data collection if participants experience stress or anxiety or damage 
to their self-esteem. Subsequently, ethnography can cause harm during the writing stage 
and at the time of publication (Fetterman 2009). To address these arguments with regards to 
this study, I considered the following to be of relevance. 
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Firstly, the issue of vulnerability: patients with terminal disease are in a vulnerable position. 
Therefore, care was taken firstly to obtain informed consent (this will be discussed in the 
next section). If I was in a situation where a patient was actively dying or in pain and was 
aware my presence was disturbing, I removed myself from the situation.  An example of this 
is when I was hoping to interview Paul, a young man with advanced cancer who I had 
previously met during a home visit and who was now staying in the hospice for symptom 
control. Yet, due to him being in pain, I did not interview him on the day in question [FN:1-
27]. De Raeve (1986) purports disruption should be limited in order to respect patients’ 
welfare. Furthermore, I tried to ensure that I did not intrude with patients’ care and the family 
where my presence could potentially disturb.  
Secondly, the issue of anonymity: ethnography is different to quantitative research as often it 
is carried out in a single setting with a small number of participants. Therefore, it is harder to 
ensure that data are unattributable (Murphy and Dingwall 2007).  This was a question asked 
by the head of the ethics committee in Addis Ababa: ‘how do you justify that the 
confidentiality of an AIDS patient dealt with in this study process is not breached? (Email to 
researcher: 25th July 2011).Therefore, to ensure anonymity, I removed the identifying 
information of the participants as soon as possible. I used pseudonyms for all the 
participants in my field notes, interviews and research diary. I also ensured that, when 
writing up, any direct quotes were anonymised. The Research ethics committee appeared to 
be content with this justification and permission was granted. 
However, despite the fact that care was taken with anonymity, there is still the argument that 
participants remain identifiable to themselves and that publication can break down protective 
silences within a group (Murphy and Dingwall 2007). To counterbalance this argument, 
Fetterman (2009:144) suggests that ‘the single most important guide to protecting 
participants is doing good work’.  
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3.1.6.2. Autonomy/Self Determination 
Participants have rights to privacy and respect, as discussed above. However, to ensure this 
occurs there needs to be ‘openness’ on the part of the researcher to explain the objectives 
and nature of the fieldwork so that they are aware and able to make decisions (Murphy and 
Dingwall 2007). Therefore, to aid ‘openness’ in this study, I ensured that both oral and 
written explanations were given (see Appendix 6, Patient Information sheet).  I also gained 
informed consent when interviewing and observing (see Appendix 7, Consent form). 
However, like ethics, consent is not a one-off event or a signature on a piece of paper; it is 
an on-going area that needs to be renegotiated (Gubrium et al. 2012). I found through my 
fieldwork that consent was an iterative process. For example, when talking to a patient with 
cervical cancer and AIDS, she usually held my hand and I would hold hers as a cultural form 
of greeting. However, on one occasion, she felt uncomfortable, as she felt unclean due to 
her smelly exudate and then she asked me not to touch her.  This illustrates the importance 
of both reflexivity and ethics when investigating a vulnerable group (Aull Davies 2007). 
Furthermore, to help address participants’ autonomy, I attempted to provide a safe 
environment throughout the study, allowing the participants to have a ‘voice’. By having a 
‘voice’, it was hoped that participants felt empowered and listened to. For example, when 
interviewing, I ensured that I used a separate room, where the participant could not be 
overheard. Using ethnographic interviewing as a method gave participants time and allowed 
them to talk openly. My aim through this study is that the ‘collective voices’ of the 
participants have an impact on the care of the dying situation in Addis Ababa by providing a 
current description of the situation and highlighting their needs. 
3.1.6.3. Justice 
The final principle that Beauchamp et al. (1982) put forward to guide research practice is that 
of justice. By this they emphasise the issue that all participants should be treated fairly. 
Murphy and Dingwall (2007:346) suggest that the ethnographer has to be ‘even handed’ 
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with participants. They recognise that all personal moral judgements cannot be suspended, 
but that the ethnographer has to engage reflexively with the data, which will be further 
discussed, in the next part of the chapter. Furthermore, when analysing data it is important 
to display the behaviour of all parties (Murphy and Dingwall 2007). As already determined in 
this chapter, by choosing focused ethnography as a methodology, with its essence being the 
study of communication and the emphasis of capturing ‘voice’, it is hoped that voices are not 
just heard but are heard in equal measure by the methodological decisions made in this 
study. 
3.1.7. Summary of Methodology 
Part one of this methodology chapter has explored ethnography by considering its 
philosophical underpinning, history and types, in order to show a methodological fit when 
researching the care of the dying situation in Addis Ababa, Ethiopia. It examines the 
rationale for choosing a focused ethnography rather than a conventional form. The purpose 
of choosing a focused ethnography for this study is to concentrate on the ‘particular’ of the 
care of the dying carried out by the community, rather than the wider cultural perspective of 
life in Addis Ababa. This section also critiques ethnography as a methodology and highlights 
the importance of reflexivity, which will be discussed in part two of this chapter. 
Finally, this section outlines the methods chosen for my focused ethnographic study, which 
include: participant observation, ethnographic interviewing, and the use of field notes and a 
research diary to record observations made using thick description. The ethical 
considerations and approval are detailed to ensure that the different ‘voices’ in this study are 
captured without harm and in equal measure. 
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3.2. Research Methods  
 
This part of the chapter will provide a record of the research process and methods used to 
gain and maintain access to the field, including hospice and home visits. It will identify the 
process of being immersed ‘in the field’ and will go on to discuss the data gathering methods 
used: participant observation, field notes, and ethnographic interviews with health care 
practitioners, community leaders, hospice staff, family carers and patients. This part of the 
chapter will further explore how the data were analysed using thematic analysis. 
3.2.1. Preparing to ‘Enter the Field’ 
Originally, I planned to do my research in Aden, Yemen, where I have worked for many 
years, and had already gained access with the Ministry of Health in Aden for my proposed 
research project. However, due to the political unrest, I was unable to do fieldwork there and 
I had to rethink my research idea and relocate to another country. The problem of ‘where’ 
according to Wolcott (1999:20), is a major issue when it comes to ethnographic research 
and he suggests that ‘serendipity’ has a lot to do with finding the place for a research project 
(Wolcott 1999:24). When considering the situation, although I had worked with Ethiopian 
refugees in Yemen; my experience in Ethiopia was limited to two extended visits to the 
language school, where I gained a diploma in Amharic in 2001. Therefore, trying to enter this 
particular field, which was a relatively unknown, required planning and ‘serendipity’ (Wolcott 
1999).Thus a scoping visit was seen as the way forward after discussing this with my 
supervisory team.  
3.2.2. Preparations for Scoping Visit  
3.2.2.1. Selecting a Setting    
Due to limited contacts in Ethiopia, I wrote various emails to colleagues to ask if they had 
any relevant information related to those working with the dying in Addis Ababa. Through a 
contact from the language school, I was given the details of a nurse working for an AIDS 
project. Through her, I learned about the work at the hospice and various projects involved 
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with cancer patients. I also searched the internet for any contacts and found some 
information for Addis Ababa University and Black Lion Hospital, where the national cancer 
centre is located. 
With this information, I decided to go and visit Ethiopia. From previous experience, I knew 
that more would be accomplished by being in Addis Ababa in person rather than trying to 
communicate by email, as forming relationships in person is important amongst Ethiopians. 
Hammersley and Atkinson (2007) suggest that it is important to ‘case’ potential research 
sites with respect to their suitability, feasibility and access. Furthermore, they argue that 
‘casing the joint’ allows for the development and refinement of the research problem 
(Hammersley and Atkinson 2007:29). The concept of casing the joint to develop the 
research problem helped inform my rationale for a scoping visit.                                                                
3.2.2.2. Preparations to Gain Access 
Negotiating and gaining access has been described as a ‘balancing act’ (Hammersley and 
Atkinson 2007:58). Therefore, to improve the outcome of this ‘act’, I used various strategies 
to assist communication whilst attempting to gain access. 
The first strategy employed was the use of letters of introduction. My principal supervisor 
provided me with letters to help navigate the people and organisations I was hoping to meet 
(see Appendix 8). These were on university headed note paper and were stamped with a 
university stamp. This was done, as without a rubber stamp, no document is seen as 
genuine in Addis Ababa (Blunt 2009). To support the letter of introduction, I had a one-page 
summary of my proposed research project, which I could use to discuss the study with key 
contacts I was hoping to meet (see Appendix 9). 
Another important aspect of preparation before leaving for the scoping visit (Fetterman 2009) 
was the production of business cards. These are an important part of business etiquette and, 
in Ethiopia as in Japan, are treated with respect. However, unlike Japan, where a business 
card is received with two hands, in Ethiopia a business card is given and received using the 
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right hand (King 2013). These turned out to be an invaluable form of introduction for 
gatekeepers along with the letter as mentioned above. 
3.2.2.3. Personal Safety 
Before going on the scoping visit, I needed to consider my personal safety in the field both 
for this exploratory visit and for subsequent visits. Therefore, I performed a risk assessment 
to ensure that I had incorporated safeguards into my visit, as I would be travelling and 
staying alone and, therefore, had to be aware of my personal safety as a researcher. I also 
confirmed that I had considered health issues such as up-to-date vaccines and I ensured 
that both my supervisory team and family had contact details for me and each other in case 
of an emergency. Furthermore, I notified the British Embassy in Addis Ababa of my visit (see 
Appendix 10).  
3.2.2.4. Visas 
As a British passport holder and to ensure that I had the correct visa, I contacted the 
Ethiopian Embassy in London to confirm the visa I would require for the scoping visit and for 
my subsequent field visits (see Appendix 11). Once I had considered all these factors, I 
booked a flight and travelled to Ethiopia in May 2011. 
3.2.3. Scoping Visit  
After arriving in Addis Ababa and organising a mobile phone, I was able to start contacting 
people to see if it would be possible to conduct my research study. Before coming to 
Ethiopia, I had outlined the aims for the scoping visit, with the main focus on finding a 
location for the study and gaining permission from gatekeepers. These aims are outlined in 
Figure 5. If the study was a viable proposition, I was then planning to split my fieldwork in 
two parts for data collection (see 3.2.4 and 3.2.8). 
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Figure 5: Aim of Scoping Visit 
 
To find a location for the study and to organise ethical approval from Ethiopia, I had to 
identify and communicate with the relevent personnel during my scoping visit. Identifying 
relevant gatekeepers is not always obvious or straightforward (Hammersley and Atkinson 
2007). However, in this research study, each gatekeeper I went to see subsequently 
informed me of the next process I would require.  For some of the gatekeepers I had 
identified prior to my visit, I already had introduction letters, see 3.2.2.2. Below is an account 
of the process. 
I had heard about the hospice in Addis Ababa via a contact. I phoned the founder/director 
and she agreed for me to come and visit the site. I had a long discussion with the director 
and she showed me around and explained that this was, at this present time, the only facility 
offering day care, in-patient care and home care. This organisation of care services is a 
traditional approach and has been influenced by Hospice Uganda’s model of care (Merriman 
2010a). I shared my research protocol, summary and letter of introduction with her and she 
agreed to allow me access for this study. A description of the facility will follow in the next 
section. We discussed the ethical process for research and the director suggested that I visit 
the Ministry of Health. She offered to write a letter confirming permission for the study (see 
Appendix 12).  
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With the letter from the hospice and a letter of introduction from the University of Surrey, I 
then went to the Ministry of Health. After multiple visits, I managed to find the Director of the 
Medical Services Directorate, who I needed to see, and was given an audience. After 
discussing this project, he wrote a letter asking the Ethiopian Health and Nutrition Institute to 
consider my documentation and offered direction with regards to the ethical process (see 
Appendix 13).  
I subsequently went to the Ethiopian Health and Nutrition Institute and spoke to the Head of 
Ethics. I explained to him that I had already received ethics approval from the University of 
Surrey, but that I would also require ethical approval in Ethiopia. He discussed the protocol 
paperwork I would need to complete and the presentation I would need to give. We 
discussed how I was going to communicate whilst back in England and he agreed that it 
would be possible for me to do a video presentation, as this was part of the ethics protocol 
required. 
The final aim of my scoping visit was to explore other organisations and facilities involved 
with care of the dying. I went to visit Black Lion Hospital and spoke to one of the oncologists 
working at that site. He explained his role and showed me around the radiotherapy 
department3,which is the only place in the country providing radiotherapy treatment. We also 
visited a ward where chemotherapy was given.4 The oncologist had many years of working 
with cancer patients and had received his training overseas.5 After visiting the hospital, I 
went to visit Addis Ababa University. Here I managed to speak to a member of the nursing 
faculty, who confirmed that, at present, there was no oncology or palliative care training with 
regards to undergraduate nursing. This was important to identify, as it highlights the state of 
palliative care education at this present time. Education is one of the essential ‘pillars’ 
identified by the WHO, as discussed in the literature review, see 2.1.2.1.5. Finally, I 
                                                          
3
 There was one radiotherapy machine working out of a total of two during my visit. 
4
 The consultant informed me that seventy per cent of the patients were women, often young and mostly with 
advanced disease, therefore both radiotherapy and chemotherapy were usually palliative. 
5
The consultant informed me that there is no oncology or palliative care training available for medical students 
or nurses. 
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attempted to find out about Non-Governmental Organisations (NGOs) and charities working 
with cancer patients and care of the dying.6  I was unable to find out any further information 
about NGOs and charities during this visit and planned to explore this further during my 
fieldwork.  
At the end of the scoping visit, through contacts, planning and ‘serendipity’ (Wolcott 1999), a 
place was found to situate this study, which was a hospice facility in an urban area that 
offered  day care, patient care and home care. Further to my scoping visit, I subsequently 
gained ethics approval from Ethiopia, in order that fieldwork could commence for the study. 
3.2.4. Entering the Field- Part One 
When planning how to organise my field work, after some discussion with my supervisory 
team, I decided to split it into two parts; the rationale behind this was two-fold. Firstly, the 
time between the two episodes of fieldwork allowed me to consider data obtained in the first 
visit, where I used a ‘big net approach’ (Fetterman 2009, this will be discussed later in this 
section). After some analysis, in the second part of my fieldwork, I then refocused on specific 
situations, by concentrating more on home visits and doing participant observation at 
different times, see 3.2.8.1. The lack of a fast internet connection meant that I would only be 
able to contact my supervisors via email in the field, as skype was not possible. Therefore, 
the second part of my rationale, to split the field work in two, gave the opportunity to return to 
the UK for discussion with my supervisors. The first part of my fieldwork took place between 
November 2011 and January 2012. 
3.2.4.1 Multiple Identities as a Researcher 
Prior to starting the fieldwork, it was imperative to reflect personally on two essential 
concepts regarding ‘self’. Firstly, as a person, what was I bringing to the field?  As I am 
neither neutral or passive, I needed to reflect on my identities and the effect they would have 
                                                          
6
 I found one charity working with children who have cancer. I also tried to meet with another NGO helping 
amongst cancer patients, however I heard that their funding had been withdrawn and were no longer 
operational. 
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on the study (Fetterman 2009). Secondly, I needed to consider what ‘role’ I was going to 
take regarding participant observation, see 3.2.4.1.  
In fieldwork, ‘self’ has been described as the primary research instrument (Wolcott 1999). 
That being the case, a self-critical stance when using this specific methodology was 
essential (Silverman 2013). O’Reilly (2009) argues that it is important to ‘locate’ oneself in 
the study openly and honestly. As an ethnographer, my own personal experience affected 
the way I gathered the data. As already mentioned earlier in this chapter, the ethnographer’s 
role is to understand the social and cultural scene from the insider’s (emic) perspective in 
order to make sense of the data from an outsider’s (etic) or ‘external social scientific 
perspective’ (Fetterman 2009). Coffey (1999) substantiates this idea by suggesting that 
ethnographers are to be ‘reflective insiders, negotiating roles and subjectivities, looking out’. 
(Coffey 1999:57). The multiple identities I brought to the field are demonstrated in figure 6.      
As I started my fieldwork, figure six represented my multiple identities and the awareness I 
had regarding my identity in the field.  My ethnicity made me an outsider in a field 
researching black Ethiopian participants. Although speaking Amharic would provide some 
insider perspective, as a non-native speaker, I will always be an outsider. With my 
professional identity as a nurse working in Non-Governmental Organisation relief and 
development work, with palliative care experience in Yemen and the UK, I had some 
potential insider knowledge. Nevertheless, nursing in Ethiopia was a complete unknown. My 
religious identity as a Protestant Christian would potentially offer some insider perspective 
as, in Ethiopia, having a faith is an important part of a person’s identity. However, to a 
Muslim participant or an Ethiopian Orthodox Christian, I will be regarded as an outsider. As a 
researcher, I would be an obvious outsider. Yet, being female offered both insider/outsider 
status, as the majority of patients, due to the epidemology of cancer in Ethiopia, are female 
(this was discovered during my scoping visit in discussion with an oncologist). 
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Figure 6: Multiple Identities in the Field 
 
 
Throughout my fieldwork, in order to acknowledge that observations are filtered through 
experience and in order to be reflexive, I used field notes and a research diary to document 
my role as an ethnographer (Wolcott 1999). I experienced fieldwork to be an intriguing, 
challenging but enjoyable time (see 3.2.8.5.), where I used my multiple identities and roles to 
develop relationships (Coffey 1999). However, I did experience some tension and ambiguity 
between these identities as I proceeded to gather data. The impact of this will be discussed 
in detail later on in this section. 
3.2.5. Fieldwork-Part One: Research Sites and Context 
The rationale I used was a ‘big net approach, where I met and mingled with everyone’ 
(Fetterman 2009:32). This was done to create rapport and to begin to observe patterns and 
behaviours in people. Acquiring ethnographic knowledge, according to Gonzalèz (2000), is a 
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‘cyclical process’ that involves, firstly, seeing a panoramic view of the situation and, 
secondly, seeing close-up to consider the minutiae and then becoming panoramic again, but 
this time with new insight. Although I was using a focused ethnography (Knoblauch 2005), I 
used this cyclical process of gathering data. Therefore, with the emphasis on the panaromic 
or ‘big net’ (Fetterman 2009), the aims of the first part of the fieldwork are shown below (see 
figure 7). 
Figure 7: The  ‘Big Net Approach’ - Aims of Fieldwork - Part One 
 
 
The research sites were varied as this study included being in: patients and family carers’ 
homes with hospice staff, the hospice with in-patients and hospice staff, and other meeting 
places, such as hotels for meetings with community members and other NGOs. In the first 
part of the fieldwork, the emphasis was mainly on the hospice, as this was the first point of 
access to staff and patients. This in turn led to meeting patients, family and members of the 
community in their homes, which became the emphasis of the second half of my fieldwork. 
Some of the details of these sites are not included in this thesis to help reduce the likelihood 
of participants being identified. The rationale for using both hospice and patients’ homes was 
to explore how care was given and received in both settings and to explore the context of the 
different environments Care in the hospice was provided primarily by doctors, nurses, 
hospice volunteers and religious leaders. Care in the home was provided by family 
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members, the wider community including religious leaders, and hospice staff for the patient 
and family (Hammersley and Atkinson 2007). 
The context of the hospice was unusual; at the time of this study, it was the first hospice in 
the country. It started with the director receiving training in another African country and 
gaining a diploma in palliative care. After her training, in 2003 she then turned a room in her 
house into an office and started a home-based programme in an urban area with twenty 
volunteer workers. In 2010, an in-patient care facility was established. The hospice offers 
free palliative and end of life care for patients with cancer and HIV/AIDS in one area of the 
city. The hospice is a non-governmental, not-for-profit, non-religious and non-political 
organisation, and is financed through donations.  
Government strategies and policies that consider palliative care and end of life services for 
Addis Ababa and the country as a whole are still being drawn up. At the time of this study, 
there was reference made in government policy for those with end stage HIV/AIDS (FMOH 
2008). However, there was no policy for those with end stage cancer, although I observed 
the starting of these discussions [FN -1: 17].  
3.2.5.1. Familarisation 
Becoming familiar with the research field location is an important part of commencing an 
ethnographic study (Hammersley and Atkinson 2007). A way to help this particular process 
is by mapping the research setting (Barley 2011). Mapping the setting not only helps the 
researcher to be aware of spatial dimensions, but also helps in knowing where to structure 
and focus observations, as it can inform the researcher about areas that are commonly used 
by various participants (Berg 2009).Therefore, in the first week of my fieldwork, I mapped the 
hospice, see figure 8. This map was useful for orientatation, helping me to identify certain 
areas where people congregated to talk or eat or have treatment. From that I was able to 
consider where would be the best place to situate myself as I began observations. 
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Figure 8: Map of the Hospice 
 
 
 
 
 
 
 
 
 
 
 
3.2.5.2. Experiencing the Hospice 
Pseudonyms have been used for all staff, patients and carers throughout this study.The 
hospice staff consists of two field officers, Alem and Danny, who were nurses who had done 
additional medical training and so were able to prescribe morphine. Therefore, they took 
medical responsibility of the patients in the hospice facility and were also the staff who did 
home care visits. There were two nurses who worked the day-shift and two the night-shift. 
However, while I was at the hospice only Wondwesen covered the day shift with the help of 
Danny. The support staff consisted of a cook, a cleaner, a secretary, a community worker 
and a night guard. Dr Benium visited the hospice weekly and was also involved with 
teaching workshops organised by the hospice for other health professionals. See figure 9 for 
staff names and responsiblities. 
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Figure 9: Hospice Staff 
Staff Name* Job Title at Hospice 
Alem Director, Field Officer 
Danny Field Officer 
Wondwesen Nurse 
Fatima Nurse  
Johannes Nurse (Night duty) 
Mary Nurse (Night duty) 
Bethlehem Cook 
Ruth Cleaner 
Afework Community Worker 
Abrihet Secretary 
Benium Doctor (Part time) 
Debebe Night guard 
*All names are Pseudonyms 
The hospice was accessed either by walking or driving down a steep mud track rutted with 
pot holes, off the main tarmac road. The ground was very uneven, so care was needed, as 
people passed each other on the track. Approximately 150 metres down the alley, there was 
a walled compound on the corner, which is where the hospice was situated. It had a large 
metal gate that could be opened for both pedestrian and vehicular access. There was no 
official sign showing this building was the hospice; the reason for this was discussed during 
my field visit7. To enter the compound, people would bang on the metal gate repeatedly until 
someone inside asked who you were and then opened it.8 The door was either opened by a 
member of staff, an elderly man who was a night guard (who sometimes slept at the hospice 
during the day), a patient’s relative or even a patient. Inside the walled compound was the 
main house, built as a residence, but adapted for office space. At the far side of the 
compound was a long outbuilding made of mud, straw and concrete with a corrugated roof 
that was used for patient care. The compound was on a slight slope downwards, with the 
patient-room block being at the lowest point. The ground was a combination of cobbled 
stone and concrete and was rough to walk on.   
                                                          
7
 The hospice was in a residential area, so assumptions could be made that the staff did not want to draw 
attention to what was going on in the house, although they had met with neighbours before starting the 
project to explain what the hospice would involve. 
8
 This is a normal cultural practice when visiting a house. 
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With regards to amenities, there was an outside water tap, with no water in the patient rooms 
or nurses’ office/treatment room, therefore jugs and plastic bowls were used. In the house, 
there was water in the bathroom and in the back room, which was sometimes used for male 
patients or children. The patients’ toilet was a typical ‘squat’ toilet, that had a bucket for 
flushing and for washing. Electricity could be found in both buildings, however, there were 
often powercuts. During the second part of my fieldwork, there was a powercut that lasted 
eighteen hours. During this time people had to manage with candles and use the gas burner 
for cooking. 
On the right hand wall of the compound, a rope was strung to dry sheets and bedding. Linen 
was washed by hand, by the cleaner. Patients’ clothes were either washed by her or by a 
relative. To the right of the house, laid out on the cobbled ground on blue plastic sheeting, 
could be found chillis drying in the sun with other spices and herbs, to make ‘berbere’, which 
is a hot chilli mixture that is essential for cooking Ethiopian food. The hospice cook would do 
this in order to provide the berebere especially for the hospice. 
In the nurses’ office was a treatment couch, where patients could lie to have dressings 
changed or treatment given; the night nurses could also rest there. There was a wooden 
desk and chair for the nurses to sit and complete their paperwork. On the back wall of the 
office was a glass cupboard that was used as a medicine store. It contained some 
painkillers, antibiotics and linctus. The strong pain killers or opioids were kept in a separate 
locked wooden box in the cabinet. Oral morphine was the drug available for cancer pain and 
had been made by an Ethiopian drug company. However, it was only available and licensed 
from two government hospitals, so the hospice staff had to get the patients’ individual 
supplies from either of the hospitals; sometimes availabilty was an issue (Int-Dr B). 
A patient’s area consisted of a metal framed bed and a locker; drinking water was available 
in jugs on the locker. The light was from an overhead strip light.  Most rooms contained two 
beds, but one room had three.The kitchen had two small charcoal braziers, where most of 
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the cooking was done for staff and patients. In the right hand corner of the room was an 
electric engera maker.This consisted of a large round heated pad onto which engera mixture 
(similar to a pancake consistency) would be poured. Then the lid was placed on to it to allow 
the engera to cook. Engera or ‘bread’ is the main source of carbohydrate eaten in Addis 
Ababa and most of the country. There was no water tap in the kitchen, so water was 
gathered in large bowls. Most of the food preparation was done on the floor with the cook 
sitting on a low stool. There was a chair by the door of the kitchen, where another member of 
staff or patient could sit and talk to the cook whilst she was working. It was also a place 
where I sat for participant observation as this was a hub where people met and talked about 
the patients, so I could observe their interactions. 
The main house had a reception area where the secretary had her desk with a computer and 
printer. The director’s office was in the same area behind glass partitioning; there was a 
large brown desk and chair in the centre of the room with a cupboard displaying files. On the 
walls were photos of a conference and a certificate of achievement, which demonstrated the 
director’s credibility. On the other side of the desk were three chairs where visitors and 
family members could sit and have discussions with the director. To the left of the reception 
area was a small corridor that led directly to the staff bathroom and on the left was another 
room used for an office by one of the hospice staff. At the back of the house, there was a 
room used for patients with two beds in it.  
The day care area consisted of a concrete stand with a table and chairs around it. Only the 
compound wall at the back offered shelter to the day care area; the rest of it being in the 
open air. Tree branches had been cut and put across part of it to try to create a roof with 
some blue plastic sheeting. 
3.2.5.3. Admission Criteria for the Hospice 
Through conversations with hospice staff, I learnt that patients could either be referred to the 
hospice by staff at two local government hospitals and the local health centre or they could 
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be referred by themselves or their family [FN:1-5]. The criteria for admission to the palliative 
care programme (which included home care) were that ‘a patient had cancer with any stage 
and or HIV positive patients with stage three or four’ (HE 2011). By having this criteria for 
HIV/AIDS patients, they are acknowledging that they only treat patients who need end of life 
care, as there are multiple organisations providing support for HIV positive patients but very 
few offering end of life care. A patient could be admitted to the in-patient facility if they 
fulfilled the above criteria and had ‘no support from any of his/her relatives’. If this was the 
case, they would be a priority for in-patient rather than home care, and treated as a social 
admission. Priority was given to those who were ‘terminally ill’ and for patients ‘coming from 
the countryside’ (HE 2011). The hospice offers home, in-patient and day care. Day care was 
provided for a group of AIDS patients who needed ‘psycho-social therapy’ (HE 2011). This 
involved a group of 10-15 people coming to the hospice to sit, eat and drink coffee together, 
to have peer support and, if they had any medical problems, they could be seen by the 
hospice staff whilst they were there. 
3.2.5.4. Sampling 
The method of sampling used was ‘purposive sampling’ (Silverman 2013), which allows a 
case to illustrate a feature or process of interest. This is sometimes known as ‘judgemental 
sampling’, which allows the ethnographer to determine the most appropriate selection of 
members of the subculture, based on the research question (Fetterman 2009). As my study 
was located at the hospice, the admission criteria above had an effect on my sampling and 
confined my inclusion criteria to patients that had either cancer or HIV or both. Because of 
the above, my exclusion criteria consisted of patients with other end stage diseases that 
require end of life care, such as motor neurone disease. Furthermore, the sample group was 
guided by the time spent in the hospice or the participants’ homes (Hammersley and 
Atkinson 2007). The participants were selected according to: their receiving end of life care, 
(end of life is defined in this sample by the hospice staff identifying patients who are at the 
last phase of their life and who have palliative care needs - see 2.1.1.5 for definition of end 
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of life) their caring for someone at the end of their life, their ability to participate, (for example 
not in pain) their willingness to be observed and interviewed and their ability to express 
themselves (having mental capacity) and share with me as a researcher. (Morse and Field 
1996). 
3.2.5.5. Creating Rapport 
Creating rapport is an essential part of ethnographic research (Fetterman 2009). O’ Reilly 
(2009:175) suggests that ethnography is built on ‘mutually trusting relationships’, where 
being open, friendly and communicative helps, over time, to develop trust. Ways of creating 
rapport can include greeting, sharing food, adopting cultural habits and taking a genuine 
interest and concern about people (O’ Reilly 2009). During my first week at the hospice, I 
was asked by the director if I would like to eat at the hospice whilst I was there. I was unsure 
about whether this was the right thing to do, in case I got sick; however, I made a quick 
decision and said that I would like to. My first field visit was during the time of fasting, known 
as the ‘prophets’ fast’ in the Orthodox church, therefore the cook prepared fasting food for 
the patients and staff, which included no meat or dairy products. Although the staff and 
patients came from different religious backgrounds, the majority of patients and staff ate the 
fasting food, even though for some it was not their religious affiliation. I found that eating the 
same food as the staff, and eating with my hands with correct etiquette, was beneficial to 
creating good relationships. Furthermore, after eating, spending time talking over coffee was 
an important factor, as this was a time when staff would talk to each other about patients. It 
was a very informal place where I could ask questions about observations I had made; doing 
so allowed me to become more of an insider.  
Knowing how to greet people was also an invaluable way of creating rapport. In Ethiopian 
culture, shaking hands is a normal way of greeting everyone; you shake with your right hand 
and support your right arm with your left hand. When people know each other, they may kiss 
each other three times on alternate cheeks. In the fourth week of my fieldwork, as I was 
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leaving the hospice, the cleaner, who was the eldest member of staff, kissed me; I saw this 
as an important development in gaining trust in a relationship [FN-1:14]. 
I also found that rapport could be created inadvertently by making mistakes. On one 
occasion, I was talking with one of the hospice nurses and the father of a little girl who had 
leukemia, and who was staying at the hospice whilst she was receiving chemotherapy at 
Black Lion Hospital. The father looked younger than me, so I used a familiar grammatical 
verb of greeting in Amharic that is used amongst people who are of the same standing. 
Wondwesen, the hospice nurse, was upset with the way I spoke and told me: ‘You can’t 
speak to him like that, he is a priest’ [FN-1:42]. I apologised profusely, as I was not aware of 
his standing in the community. The father then smiled and blessed me, and this 
subsequently opened the door for him to talk with me about his daughter. 
3.2.5.6. Over Rapport 
As an ethnographer, creating rapport is imperative to the research process. Nevertheless, 
there is a danger that over rapport can be an issue. This is when the researcher can be 
come too involved in the community they are studying and lose objectivity and distance 
(Hammersley and Atkinson 2007). During the first part of my fieldwork experience, after 
being accepted by the staff, and being aware of the routines and the running of the hospice, 
I found that I struggled with this. There was a point, when I became over involved with the 
hospice, that I identified myself more as a hospice worker than as a researcher, becoming a 
complete participant (Junker 1960). I became aware of this and it was also pointed out to me 
by my supervisory team.  I think one of the reasons for this happening was that I had worked 
hard at creating rapport in the beginning but perhaps had not had been as aware of the need 
to preserve my identity as researcher. It is interesting to note that Coffey suggests that ‘the 
pursuit of cultural understanding and the process of personal development are intimately 
rather than tangentially related’ (Coffey 1999:23). Therefore, to counterbalance this problem, 
I ensured that I was more aware of my researcher role and developed a way of being more 
reflexive and analytical about what I was observing. I did this by thinking, ‘how would I 
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describe or explain this to someone in Guildford who had never had any experience of this?’ 
I also read some helpful texts that discussed this position of ‘other’ in fieldwork and the role-
tension there is in ethnography (Coffey 1999 and O’ Reilly 2009) and I worked at embracing 
the tension. Furthermore, in my writing, I became aware of not using ‘evaluating words’ 
(Emerson et al. 2011). O’ Reilly (2009:90) suggests that ‘it is the balancing of stranger and 
insider, of taking part and writing about it, that it is the essential nature of ethnography’. 
Adopting the above strategies helped me to continue my study with a more balanced 
approach to my role as observer as participant, see section 3.2.6.1. on choice of role.  
3.2.5.7. Dress 
Whilst doing my fieldwork, I was aware of what I wore, as I did not want my attire to cause a 
barrier to communication (Coffey 1999). Furthermore, I  wanted my dress to help me blend 
in, rather than stand out and be different. Observing people from different faiths, I wanted to 
be sensitive to the situations and homes my fieldwork presented. Therefore, I dressed 
conservatively either in a long skirt or trousers and a long top; this was important when 
observing Muslim patients and families. I also carried a headscarf in my hand bag, which I 
used in different settings. I took my cue from the hospice staff and would wear my scarf 
whilst doing bereavement visits to Ethiopian Orthodox families or when there was prayer and 
other women were wearing scarves. 
3.2.6. Participant Observation 
The rationale for using participant observation in addition to interviews was to capture the 
experience of care of the dying in a naturalistic setting, by observing what was done in the 
hospice as well as the home. 
3.2.6.1. Adopting a Role 
The two key elements of participant observation is, of course, participating and observing (O’ 
Reilly 2009); however, there is a continum of what that means in the field. Junker (1960) 
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identified four roles of participant observation: complete participant, complete observer, 
participant as observer and observer as participant. This classification extends from the 
extreme of complete covert to complete overt observer. When considering this study, being 
a covert observer has ethical implications when dealing with a vulnerable group like the 
dying, so therefore was rejected. After some discussion, and by trying it out on the field, I 
found that the role of observer as participant evolved and appeared to best suit this study. 
As an ethnographer studying an unfamiliar setting, I was there as a novice (Hammersley and 
Atkinson 2007) and, having this attitude and role, I was able to explore the field. I found 
taking on the role of observer as participant ‘a good fit’ (Knoblauch 2005), particularly with 
home visits, and would assess the room to see where to sit, usually further away from the 
patient than the hospice worker, in order to facilitate this role.          
3.2.6.2. Social Situations     
Spradley (1980) suggests that all participant observation takes place in a social situation that 
consists of the following dimensions: 
Figure 10: Framework for Observation 
The Dimensions of Social Situations- Spradley (1980:78) 
1. Space: the physical place or places, e.g. mapping the hospice 
2. Actor: the people involved, e.g. building relationships with gatekeepers  
3. Activity: a set of related acts that people do, e.g. care activities 
4. Object: the physical things that are present, e.g. bed, food preparation 
5. Act: single actions that people do, e.g. greetings 
6. Event: a set of related activities that people carry out 
7. Time: the sequencing that takes place over time 
8. Goal: the things people are trying to accomplish 
9. Feeling: the emotions felt and expressed 
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Spradley’s dimensions of a social situation helped to inform my participant observation and 
offered guidance whilst on the field. It helped me to focus on what I was observing. For 
example, when going into a person’s home, I would look where the bed was in relation to the 
rest of the home (object). As people were talking, I would listen and observe how people 
expressed their emotions during conversations had with hospice staff (feeling) (Spradley 
1980).  
In the first part of my fieldwork, participant observation, in the role of ‘observer as participant’ 
mainly took place in the hospice. As can be seen from the map (figure 8), there were various 
focal points that I found were beneficial for observation. These were the kitchen, office and 
reception area, the day care centre area where the staff also ate lunch and drank coffee, the 
patients’ rooms and the nurses’ office. These areas were like ‘hubs’, where conversation and 
care took place. Here I would observe many dimensions unfold (Spradley 1980), as I also 
watched the giving and receiving of care. 
I attended the hospice at least three or four times a week. I would go during the main work 
hours from 9 am to 5 pm; sometimes I would go earlier if there were outside meetings and 
stay later if something was occuring at the hospice. In the first part, the participant 
observation hours spent were as follows: 
Figure 11: Time spent doing Participant Observation 
Week  1 2 3 4 5 6 7 8 9 10 
Hours 22 10 16 17 18 15 21 10 15 12 
Total number of hours in part one = 156. 
NB: Week two was less hours due to sickness and week eight due to Ethiopian Public 
holiday.   
During this first part of participant observation, I wanted to observe the general running of 
the hospice, so I could learn patterns of behaviour (Fetterman 2009) or events (Spradley 
1980). I did this by starting my observation time at two key hub areas, the kitchen and the 
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nurses’ office. By sitting in the kitchen by the door, talking to the cook, who turned out to be 
a key informant, I was able to learn about the patients and their routines. As already 
mentioned, the cook worked and lived in the hospice, so she spent the most time living with 
and caring for the patients. From this time, I would learn what was happening and would 
gain an overview of the daily situation. For example, she would often tell me if there had 
been a new admission overnight, and our conversation would then inform where I spent time 
observing. She also would tell me if there was a significant holiday or feast and would tell me 
about patients’ luxos (bereavement rituals), as she often attended these with the other staff. 
Also, by sitting in the kitchen, I sometimes could also do practical things, like peel onions to 
create further rapport. By helping her, I perceived that it gave me credibility with her, which I 
thought was an important strategy, as she was the member of staff who lived at the hospice, 
so was aware of a lot of things that were happening. My occasional assistance was a way in 
which I could reciprocate the time she spent with me (Fetterman 2009). 
My other strategy was sitting for some time in the nurses’ office; I would then be able to hear 
and ask about patients and would follow the nurses around as they cared for patients. By 
doing this, I was able to see how exudating wounds were handled, drugs were given, and 
learn about the paperwork, protocols, interactions with family and visitors, and general care. 
By spending time here, I observed what resources were available, and this was significant to 
the study, as it helped inform me on how different symptoms were managed with the limited 
resources available. This all provided a foundation to help me understand how the hospice 
worked and how care was offered. I would record all these observations and discussions in 
my field notes. 
Furthermore, I spent time with the director and palliative care officer and saw how the 
hospice was managed. These were also the members of staff that went to patients’ homes 
to deliver care and do bereavement visits. I went to meetings with them and also observed 
workshops that they attended and some where they taught. Although I conducted some 
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interviews and I went on some home visits, this predominantly occurred during the second 
part of my fieldwork, so will be discussed later.     
3.2.7. Field Notes 
To record the process of participant observation, I used field notes to write up what I had 
observed. Field notes were used as a primary source of data in this study. To write up field 
notes effectively I had to develop a process of how this could be done in the setting of the 
hospice or the patient’s home. I found that having a notebook in my hand was not helpful in 
encouraging rapport and openess. Emerson et al. (2011) suggest that jotting notes may not 
only cause a strain to relationships in the field, ‘but may distract the ethnographer from 
paying close attention to talk and activities occuring in the setting’ (Emerson et al. 2011:23). 
Therefore, I made notes to myself or jottings of keywords or phrases in a notebook which I 
kept in my bag and brought to the hospice each day. This was usually done in the car in the 
case of a home visit or, when I was in the hospice, I would make my notes either in one of 
the offices in the house, when no one was around, or whilst in the bathroom. The taxi drive 
to the hospice took about forty minutes, if the traffic was moving. I used the time on the way 
there to think about what I had previously observed and noted and reviewed what I had 
learnt. On the way home, I would continue making jottings which I would then type up into 
‘thick description’ or in-depth field notes in the evening (this worked as long as I didn’t get 
too car sick!). 
Writing good fieldnotes is imperative in ethnography. Hammersley and Atkinson (2007) 
suggest that you can have a well organised study, but if the note taking is inadequate, it is 
like ‘using an expensive camera with a poor quality film’, ending with up poor description, as 
only ‘foggy pictures result’ (Hammersley and Atkinson 2007:142). During my first weeks of 
writing fieldnotes, I did take some ‘foggy pictures’, as I found that it took time to hone this 
skill. However, with email support from my supervisory team, by practising, and by reading 
Emerson et al.’s (2011) work, the ‘foggy picture’ transformed into a more focused picture. 
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For example, when I first started writing field notes, I wrote about  ‘seeing a lady wearing a 
white scarf on the way to a luxo’ (bereavement ritual); this is a foggy picture. After seeing the 
importance of describing things clear and detailed descriptions, the same scene became: 
‘Whilst waiting at the door of Paul’s home where the luxo was taking place, I saw an 
elderly lady walking along the muddy road with a stick in her hand. She was wearing 
a green dress, but her head and body was covered with a white shawl called a 
‘netella’. The white shawl has a coloured trim, I knew that the lady was coming to the 
luxo as she was wearing her scarf with the coloured trim around her face. This is a 
sign, to anyone who looks at her, that she is grieving and if walking on the road, is 
most likely on the way to a luxo’.                  [HV: Pa-2] 
This resulted in a ‘focused clearer picture’ of the observed scene (Hammersley and Atkinson 
2007:12). 
Emerson et al. (2011) suggest that talking to another person before writing can affect ‘the 
psychological immediacy and emotional release’ of the process, causing ‘stale’ recounting.  
Therefore, I tried to adopt the same rationale, by writing my field notes as soon as I could, 
after returning from the hospice. I attempted to do this without talking to anyone about my 
day, so that my thoughts were not filtered or diluted through discussion.  
I wrote my field notes in English in the first person, as this helped present the details and 
experiences I saw and reinforced that this was from my own perspective and voice (O’Reilly 
2009). After writing, I would then re-read my field notes to ensure that I had not used 
‘evaluative wording’ and unconsciously framed events as they occurred (Emerson et al. 
2011:43). If I came across unknown words or phrases in Amharic or a concept behind them I 
did not understand, I would then make a note of them and discuss them with my language 
helper.  
As already mentioned, I planned a time gap between the first and second part of the 
fieldwork. As I started to look at the data I had gathered, I saw the care of the dying in the 
home would be an important area to concentrate on for the second half of my fieldwork. 
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Furthermore, I wished to observe the hospice at different times: early morning and late 
evening. 
3.2.8. Fieldwork - Part Two 
The main focus in this second part of my field work was visiting patients and families in their 
own homes to observe care in the home and the interaction between them and the hospice 
staff. From the ‘big net approach’, this now became my concentrated area of study. It often 
involved multiple visits and a lot of travelling around Addis Ababa. The second part of my 
fieldwork  took place from 12th May to 1st August 2012. 
Figure 12: Aims of Fieldwork Part Two - Specific Focus: Community 
 
3.2.8.1. Home Visits 
The research sites in the second part of the fieldwork were varied, as they involved 
participants’ houses. The houses visited differed according to the patients’ economic 
standing. Of the ten households visited, three were in the new condominum housing, which 
is being built by the government and allows people to own housing through a scheme. Two 
of the houses were rented from the local council and the rest were either privately rented or 
owned. The hospice staff visit patients across the whole of the city, therefore it could take up 
to fifty minutes travelling in the car to get to the patient’s house. For a first visit, it sometimes 
took time to find the correct house, which often involved asking neighbours, or asking a 
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family member to wait on the main road  in order to direct the driver to the correct area. The 
hospice has one car and either a member of staff or a volunteer acts as a driver. 
Figure 13: Summary of Patient Demographics relating to Home Visits 
Name of 
Patient 
Sex Diagnosis Religon+ Reason 
for Visit 
No. of  
Visits 
Time 
in 
Hours 
Notes 
*Paul M Ca bowel O Symptom 
control 
2 2.5 Bereavement 
visit 
Selamawit F Ca colon O Symptom 
control 
2 2.75 Fungating 
Wound 
Dawit M Ca prostate P Symptom 
control 
2 3.5  
Saga F Ca colon and 
bladder 
O Symptom 
control 
4 5.5  
Miriam F Ca breast P Symptom 
control  
5 8.5  
*Amarech F Ca breast M Psychosocial 
care  
1 1 Bereavement 
visit 
Desta F Ca breast 
Tuberculosis 
P Symptom 
control 
2 2 Hospice 
gives money 
for rent 
Merht F Ca Cervix 
HIV positive 
O Symptom 
control 
1 2 Admitted to 
the hospice 
*Genet F Ca breast 
 
O Symptom 
control 
1 1.5  
Moulu F Ca Cervix P Symptom 
control 
1 1.5 Fungating 
wound 
                                                                          Total: 21 Visits    30.75 Hours  
Key:                            * Homes visited in first part of fieldwork 
                                   + O=Orthodox Christian, P=Protestant Christian, M=Muslim 
Ca= Cancer                   Names listed are pseudonyms 
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All of the patients visited, as well as having a cancer diagnosis, had metastatic disease, 
therefore their cancer was well advanced. As can be seen from the list of participants the 
number of women visited is much higher than men. This was due to the fact that the sample 
of patients seen by the hospice staff was predominantly women. This is also due to the 
cancer epidemiology of the country as discussed in Chapter 1, where the three top cancers 
in Ethiopia are cervix, breast, and head and neck (ECA 2011). 
The symptom control offered by the hospice staff included pain control, advice for offensive 
discharges (this was particularly for patients with cancer of the cervix), dietary advice and 
support for other distressing symptoms. As can be seen in figure 13, the visits took, on 
average, just under an hour and a half; the longest visit took three hours. 
To capture the process of the home visits made, I made separate fieldnotes from my 
participant observation fieldnotes; my rationale for this was that it allowed me to organise 
them according to case as, with some households, there were multiple visits. 
3.2.8.2. Ethnographic Interviews 
The reason for conducting interviews mainly in the second part of my fieldwork was that 
relationships were more established with the participants (Fetterman 2009). The emphasis 
on participant observation in the first part allowed for a natural deepening of relationships 
and, furthermore, helped me gain insight for my interviews (Fetterman 2009). Conducting 
interviews as well as participant observation facilitated participant expression (O’Reilly 
2009). It recognised the participant in an individual way rather than in a collective setting, 
which was often the case in the home or at the hospice. Interviews permitted the exploration 
of the participant’s role (Fetterman 2009). For example, carers were able to discuss specific 
issues that they may not have wanted to discuss in front of their loved ones and vice versa.  
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Interviews were conducted at the hospice in an empty office, in the nurses’ office or a 
patient’s room. I ensured that the participant was comfortable and, if I was talking to a 
patient, I also ensured that they were pain free, as, if he/she was uncomfortable, this would 
have been unethical (Fetterman 2009). Dying patients are a vulnerable group, therefore I 
always checked with the patient, family members if present and staff to ensure that the 
patient had mental capacity to be interviewed; as sometimes when patients are on morphine 
or are dying, their mental capacity can fluctuate and it would have been unethical to conduct 
the interview (Fetterman 2009 and Hammersley and Atkinson 2007). I gave each 
interviewee a patient information sheet in Amharic (Appendix 6) to inform them about the 
study and then discussed it further and answered any questions. When the participant was 
happy to continue, I obtained written consent in Amharic (see Appendix 7). Of the people I 
asked to interview, one doctor refused to be audio-taped, but she was happy to have an 
informal discussion. The doctor in question was not a member of staff but had been 
introduced to me by a member of the hospice team as she has a special interest in palliative 
care.  
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Figure 14: Summary of Participant Demographics Relating to Interviews 
Code Name Sex Religion+  Description 
01* Danny M P  Field Officer 
Hospice 
02* Wondwesen M O  Nurse - Hospice 
03 Benium M P  Doctor - Hospice 
04 Bethlehem F O  Hospice Staff 
05* Alem F O  Director - 
Hospice 
06 Danzo F O  Patient 
07 Bethel F O  Patient 
08* Hewan F P  Patient 
09 Abera M O  Patient 
10 Nigist F O  Carer 
11 Marta F O  Carer 
12 Liya F O  Carer 
13 Rahel F O  Carer 
14 Tigist F P  Carer 
15 Fasika M O  Carer 
16 Gerges M O  Orthodox Priest 
17 Abdul M M  Imam 
18 Jonas M P  Pastor 
Total=18 
Key: 
* Interviews conducted in first part fieldwork. 
+ O=Orthodox Christian, P=Protestant Christian, M=Muslim 
 Names listed are pseudonyms. 
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I used a digital tape recorder to record the interviews. Informal in-depth interviews were held 
with the hospice staff, patients, carers and pastoral carers. As this was an ethnographic 
study, it was important to understand situations from the participants’ points of view 
(Denscombe 2014 and O’ Reilly 2009). I used an interview guide with various areas I wished 
to cover (see Appendix 14). However, I tried to keep the interviews as ‘natural’ as possible 
by using open-ended questions to allow the participants to tell ‘their story’ (O’Reilly 2009). By 
doing this, I was attempting not to impose my own line of questioning in order to allow the 
participants space to explore their own world (Hammerley and Atkinson 2007). I used the 
ethnographic interview method of asking a ‘grand-tour’ question to gain information about 
the ‘big picture’ (Fetterman 2009). For example: ‘Tell me about how morphine is available in 
the country?’ This allowed the interviewee to discuss the situation from a country perspective 
and, through this question, I was able to find out more about the big picture concerning 
morphine in Ethiopia. In contrast, I also used specific questions to gain explicit details 
(Fetterman 2009). For example: ‘How did you replace Moulu’s morphine?’ Both ‘grand tour’ 
questioning and specific questioning, which can be either open (as in the above illustration) 
or closed, are important ethnographic interviewing techniques (Fetterman 2009). 
3.2.8.3. Translation and Transcription of Interviews 
As Amharic was predominantly used during the interviews, I listened to the tapes repeatedly 
and then translated and transcribed them into English with the help of my language helper 
(Emerson et al. 2011), who was aware of the confidential nature of the data. I used the 
pseudonyms above when we were working together. My language helper specialises in 
teaching the language to foreigners, so she was very precise in describing the foundation of 
words, phrases or idiosyncrasies (Richards 2009). She has also had some experience of 
caring for the dying in her role as a deaconess in her local church, so she was well able to 
deal with the emotional content of the data. 
Compared to English, Amharic is a ‘narrow’ language when it comes to description, so to 
ensure that I had the correct translation, discussing it with a native speaker was invaluable. 
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For example, during one of the home visits, one of the participants used the word -ከበደ which 
can either be a man’s name, or can mean heavy or difficult. After discussing the context of 
the sentence with my language helper, I realised that the participant was expressing that her 
situation was ‘heavy’ rather than ‘difficult’, which in English is a more intense description. 
The rationale for using both my language helper and a member of the hospice staff to check 
for accuracy in translation was to validate the truthfulness and quality of the transcripts 
(Richards 2009). 
3.2.8.4. Participant Observation at the Hospice 
Figure 15: Time spent doing Participant Observation at the Hospice 
Week 1 2 3 4 5 6 7 8 9 10 11 12 
Hours 2 5.5 11 3 13 11 5.5 10 8 7 8 5 
Total number of hours in part two = 89 
NB: Week four: less hours due to sickness. Compared to the first part of fieldwork the total 
number of hours were less due to home visits and interviews. 
3.2.8.5. Surviving in the Field 
Working in the field, according to Hammersley and Atkinson (2007:94), means that 
ethnographers ‘do not always leave the field physically and emotionally unscathed, and they 
rarely leave unaffected by the experience of the research’. This idea definitely resonated 
with my experience. 
I found my fieldwork an enjoyable time, although sometimes it could be a rather haphazard 
experience, due to different circumstances. For example, during the second part of my 
fieldwork, there were times when the taxi driver called me the night before I was due to visit 
the hospice, as there was a petrol shortage. He would queue for petrol and let me know if he 
had got enough for the journey.  
Another issue that had an impact on my fieldwork was power cuts; it was normal to have a 
powercut most days. Therefore, charging computers and having light to write in the evening, 
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were sometimes a problem. In the business centre where I was staying, there was a 
generator; however, this was not always functioning. I had been aware of this during my 
scoping visit, therefore I made sure I had a supply of torches, batteries and candles. 
During the first part of my fieldwork, in week two, I had been unwell with a cold and was 
therefore unable to go to the hospice for two days, as I did not want to be with patients who 
were immunocompromised with HIV/AIDS and advanced cancer. However, in the second 
part of my fieldwork, I became very unwell with amoebic dysentry. This also meant I was 
unable to attend some home visits and I had to navigate finding a clinic to get some medical 
help. Again, I ensured that I was well before going back to visit people in their homes, so as 
not to compromise their immunity. 
3.2.8.6. Emotions in the Field 
As mentioned above, you do not leave the field ‘emotionally unscathed’ (Hammersley and 
Atkinson 2007). Working in the field with participants who are so very ill, in sometimes very 
desperate circumstances, did have an impact emotionally. At times, I was overwhelmed by 
the sadness of the situation. However, Coffey (1999:100) suggests that fieldwork is 
meaningful and works because ‘we have a physical and emotional presence in the field’. 
Therefore, I saw this as something to embrace and use as a strategy to work through whilst 
on the field. I did this through writing, journalling and emailing supportive friends. I found that 
working through this process, helped me to engage in a more meaningful way and  
deepened my understanding of the situation (Coffey 1999). An example was Danzo, a lady 
with HIV, who I met every week, as she came to the hospice as a daycare patient. Danzo 
had been on anti-retroviral drugs for five years, and had been keeping ‘well’. In the last 
month of my fieldwork, she suddenly got diarrhoea, she was admitted to the hospice and, 
after trying multiple treatments, Danzo suddenly died. This was a shock to the staff and the 
other day care patients. Later, sitting in the office with one of the hospice staff as he wept 
was extremely hard, and yet I felt that it was inappropriate to leave. However, processing my 
own emotions and engaging with others helped me understand the situation in a deeper 
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way. I was able to understand that the hospice staff felt that it was wrong that Danzo had 
died from an opportunistic infection.The staff felt that, if they had been involved earlier, they 
might have been able to help Danzo. Coffey (1999:159), when discussing emotions in 
fieldwork, suggests that ‘having no emotional connection to the research endeavour, setting 
or people is indictive of a poorly executed project’.  
As already mentioned, I found my fieldwork experience demanding but enjoyable. I had built 
up good relationships whilst on the field and wanted to leave ‘well’. I did this by ensuring that 
I did not severe relationships, but indicated that I wanted to maintain a relationship with the 
hospice (O’Reilly 2009). I completed my fieldwork at the beginning of August 2012. 
3.2.9. Data Analysis 
Although this section is labelled data analysis and will describe the process of handling the 
main bulk of written text, the analysis process was not one that was linear, starting at the 
end of data collection, but was a continuous spiral process (Fetterman 2009). It was spiral in 
nature, as further data were collected as analysis proceeded. When planning this study, I 
had a gap in the timetable to review data and to refocus data collection for the second visit. 
Furthermore, analysis was an ongoing process. This meant that, in this study, when an initial 
idea was made, it informed and affected what data was collected. This data then raised 
questions about what had been seen or learnt, which then led to further data collection, 
writing and the development of ideas. This is very much the essence of the ‘iterative–
inductive, reflexive’ process of the methodology chosen (O’Reilly 2009:13).  
An illustration of this concept can be shown using the example of morphine. The use of 
morphine was seen early on at the hospice, during my first field visit. I observed staff giving it 
to patients and saw its effect [FN-1:10]. Writing about it in my fieldnotes and analysing this 
data, then generated further questions: where and how was it obtained? How did staff learn 
how to use it? To answer these questions, I collected further data by interviewing staff and 
asking them about their knowledge of morphine [Int:Wo]. Through one of the interviews, I 
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learnt that there had been a specific group who met and discussed the manufacturing and 
production of it by an Ethiopian pharmacy. From that information, I then managed to 
organise an interview with one of the stakeholders within that group [Int:Al]. During the gap 
between my first and second field visits, I analysed the data I had gathered and realised that 
I had no information on how morphine was handled in a patient’s home, their opinion of 
morphine and how the family dealt with it. The use of field notes and interviews as primary 
data, meant that I was aiming to keep close to the reality of the situation. Through this 
analysis, and by identifying missing information, it informed my data collection in the second 
part of my fieldwork, and I gained this data through home visits [HV:Da]. This demonstrates 
the spiral approach to analysis, to search for ‘insider perspectives, broader patterns, 
meaning and process’ (O’ Reilly 2009:13). 
This spiral process is underpinned by the epistemological perspective of interpretivism 
where, by using a reflexive approach, it considers the variability of human experience and 
seeks to discover the details of people’s thinking, motivation and ideas. To handle this 
means interacting with the data with the intention of making sense of it, (Aull Davies 2007).  
The data corpus, or all the data from this study (Braun and Clarke 2006), consisted of 
general field notes, interview transcripts and field notes made during home visits. The 
interviews were transcribed as described in the previous section and were member checked 
(Richards 2009) for accuracy. The data corpus was analysed using matrix formation and 
thematic analysis. 
3.2.9.1. Matrix Formation 
The formation of matrices (Miles and Huberman 1994) proved to be a helpful form of 
analysis by displaying the information in a systematic way (Creswell 2002). The matrices 
examined relationships between categories, for example: the different hospice services, 
length of stay, number of visits, diagnosis and reason for admission. Using this method of 
analysis also helped sort and organise the data; using systematic comparison, revealed 
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patterns, (Richards 2009). For example, by forming a matrix, I identified that two of the 
patients visited at home also used in-patient services, one for better symptom control and 
the other because the hospice staff felt that the main carer was exhausted and needed a 
break. I was able to identify this clearly through the forming of matrices (see figure 12). 
3.2.9.2. Thematic Analysis 
The main method used for analysing the data was thematic analysis. This type of analysis  
was chosen as, within qualitative methodology, ethnographic analysis is about interpreting 
the ‘culture-sharing group’ (Wolcott 1999) and this is done by searching for patterned 
regularities in the data. Therefore, thematic analysis offers the best fit for analysis (Creswell 
2002). Thematic analysis, according to Braun and Clarke (2006:79), is the ‘identifying, 
analysing and reporting patterns (themes) within the data’. The rationale for using thematic 
analysis rather than conversational, narrative or discourse analysis was primarily due to its 
flexibility. It is not tied to a theoretical or epistemological position (Braun and Clarke 2006). 
Thematic analysis can be used within different paradigms; because of its theoretical 
freedom, it has the potential of providing a ‘rich and detailed, yet complex account of data’ 
(Braun and Clarke 2006:78). Additionally, using thematic analysis rather than narrative 
analysis enables the researcher to provide a more conceptual grounding of the data, where 
narrative analysis is story driven (Riessman 1993). When considering how my findings would 
be disseminated, I decided that a more conceptual approach, rather than a story, would be 
appropriate,  (O’Reilly 2009). 
To demonstate how the data were analysed, I will describe the process, using figure 16 as a 
guide. Hammersley and Atkinson (2007:158) argue that there is ‘no formula or recipe’ when 
it comes to analysing ethnographic data. However, the phases presented by Braun and 
Clarke (2006) offer an outline to the process I used for this study. 
 
 
    
160 
 
Figure 16: Phases of Thematic Analysis (Braun and Clarke 2006:87) 
 Phase Description of the Process 
1 Familiarising yourself with 
your data 
Transcribing data, reading and re-reading 
the data, noting down initial ideas. 
2 
Generating initial codes Coding interesting features of the data in a 
systematic fashion across the entire data 
set, collating data relevant to each code. 
3 
Searching for themes Collating codes into potential themes, 
gathering all data relevant to each 
potential theme. 
4 
Reviewing themes Checking if the themes work in relation to 
the coded extracts (Level 1) and the entire 
data set (Level 2), generating a thematic 
‘map’ of analysis. 
5 
Defining and naming themes On-going analysis to refine the specifics of 
each theme and the overall story the 
analysis tells, generating clear definitions 
and names for each theme. 
6 
Producing the report The final opportunity for analysis. 
Selection of vivid, compelling extract 
examples, final analysis of selected 
extracts, relating back analysis to the 
research question and literature, providing 
a report for analysis. 
 
 
3.2.9.2.1. Familiarisation 
Familiarising myself with the data corpus took time. Transcribing and translating the 
interviews myself, although a long process, was fundamental in acquainting me with the data 
(Richards 2009). I did this by reading and re-reading the data and also by listening to the 
interview tapes repeatedly (Richards 2009). With my field notes and interview transcripts, I 
would then look for patterns and mark down ideas (Braun and Clarke 2006). On the field, 
after doing an interview or home visit, I wrote a paragraph about how I thought it had gone 
and about the main focus of the discussion. For example, after interviewing Dr Benium I 
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described how the main part of the interview ‘was talking about how he talked to patients, 
primarily about breaking bad news. He talked about the experience he had in the past as a 
young doctor when he had dealt with talking to his patients in what he perceived as the 
wrong way. He then offered a culturally appropriate rationale on how to break bad news [Int: 
Dr B]. This helped lead to further exploration and probing in the field, and these notes were 
also helpful to consider when writing down initial ideas. Reading and re-reading the data 
gathered helped create an overall panoramic view, before I began to analyse it in detail. I 
found this process invaluable as, although time consuming, it provided ‘the bedrock’ for the 
proceeding analysis (Braun and Clarke 2006). 
3.2.9.2.2. Generating Initial Codes 
Coding can be described as the sorting and labelling which informs the process of analysis 
(O’Reilly 2009). It can also be described as organising the data into groups which provide 
meaning (Richards 2009). O’ Reilly (2009) suggests that there is no formula for coding 
ethnographic data. Saldãna (2013) suggests that coding decisions are based on the 
methodological lens of the study, as this was an ethnography focusing on the care of the 
dying, I coded for description, process, in vivo phrases, emotions, values, patterns, cultural 
terms, and verbal exchanges to help analyse the care situation (Saldãna 2013).The 
approach I took was to manually code by examining the data minutely, word by word, and 
line by line (Emerson et al. 2011). I wrote my initial thoughts in pencil in the margin of the 
text and used coloured pencils to indicate codes.  
When considering how to code the data, I reviewed the literature and found that there were 
two main guiding principles for this process. The first concept is underpinned by description, 
where a code is given to ‘describe’ what is being said or observed. The second concept is 
analytical, which involves thinking up from the data (Richards 2009). However, different 
terms are used by various authors. Braun and Clarke (2006) use the terms semantic and 
latent, King and Horrocks (2010) use descriptive and interpretive, Richards (2009) uses 
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topical and analytical. The terms I have used to describe how I coded my data are open and 
focused coding, as guided by ethnographic writers (O’Reilly 2009 and Emerson et al. 2011). 
With open coding, I used names and phrases to label the phenomenon without divorcing it 
from the context (O’ Reilly 2009). I did this by noting patterns, asking questions and writing a 
note on the side of the field notes to describe what was going on. I noticed the type of words 
used, for example, what verbs were used in the text, and would also look out for repetition or 
changes in phrases (Richards 2009). This is an inductive process that allows for the 
discovery of new ideas and insights. Furthermore, I used ‘post it notes’ to make open 
memos to catalogue why I had used a particular code and to note anything of interest 
(Fetterman 2009). 
Open coding led to me to look at the data again in order to do focused coding, which 
involved considering the same ideas, categories and insights but involved exploring the data 
in more detail, making links and seeing the data from a more analytical point of view (O’ 
Reilly 2009). By thinking up (O’Reilly 2009), I was then able to see the data in more depth 
and was able to enlarge my ideas and see the care of the dying situation more analytically 
than descriptively (see Appendix 15). During this process, I sent a sample of my coding to 
my supervisory team to check that the coding made sense to another party, as the same 
data can be coded differently by different people (O’Reilly 2009).  
My rationale for coding was to provide codes that were data-driven rather than theory-driven, 
(Braun and Clarke 2006), as I wanted the themes to emerge from the data rather than from 
specific theory. However, later on in the process, I used theory to see if my research fitted or 
resonated with other people’s ideas (Wolcott 1999). 
As already mentioned, I coded the data manually. I considered using computer software to 
help generate coding and did use Nvivo version 9 with some descriptive coding. However, I 
found I was able to handle the data better manually and, after some discussion, did the 
majority of the coding using this process. One of the critiques of Nvivo is that, although it is 
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helpful with counting within a theme, it is difficult to use when relating one theme to another 
(Welsh 2002). O’Reilly (2009) suggests that computer software cannot replace careful 
analysis and the re-reading, sorting and thinking of data. Furthermore, Richards (2009) 
suggests it should not be used for analytical coding. Therefore, I decided to code manually 
and I used matrices and files in Microsoft Word to organise my data. 
3.2.9.2.3. Searching for Themes 
Having coded the data openly and then in a focused way, I began to start identifying 
potential themes in the data. As I am a visual learner/thinker, I found the best way to do this 
was by using mind maps and drawing spider diagrams (Braun and Clarke 2006). I used flip 
chart paper and pens and would leave the paper spread out over my office floor at home, so 
that I could think and reconsider ideas. Through this I was able to think about the 
relationship between codes, memos and other written notes, and begin to combine codes to 
form categories into an overarching theme (Braun and Clarke 2006) (see Appendix 16). 
By the time I had worked through the data, I ended up with a compilation of potential themes 
and sub-themes and had data extracts that related to each theme in files (Braun and Clarke 
2006). However, these themes were only potential themes, and I then went through the next 
process of reviewing them. 
3.2.9.2.4. Reviewing Themes  
I reviewed the themes by going back to the coded extracts and reviewing them. Firstly (level 
1) by seeing if there was a coherent pattern amongst them. If there was not, I reviewed and 
altered them, by renaming or putting them in a different theme (Braun and Clarke 2006). If 
the themes appeared to be coherent, I moved onto level 2 of the review, and read the 
extracts for validity to check that the themes and the extracts were an accurate 
representation of the entire data and if they worked together (Braun and Clarke 2006). I 
found, that at this stage, I also started to write up the themes, which helped me to see if they 
worked. I also discussed them with my supervisory team. 
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3.2.9.2.5. Defining and Redefining Themes  
Finding the essence of each theme (Braun and Clarke 2006) took time. I found, at this stage, 
I ended up reading and re-reading the data and reviewing the data extracts. I again 
discovered writing to be an important part of the process. Furthermore, reading theory 
helped me ‘place’ or ‘reject’ my themes with other people’s work. Emerson et al. (2011) 
suggest that, in ethnography, there is a ‘reflexive dialectical interplay between theory and 
data whereby theory enters in at every point, shaping not only analysis but how social events 
come to be perceived and written up as data in the first place’ (Emerson et al. (2011:167). I 
found this ‘reflexive dialectical interplay’ (Emerson et al. (2011) helpful in pinpointing ‘what 
my participants were saying in this study’ and this was an important part of the process. 
 I talked with other colleagues and friends about my work, as this helped me make sense of 
my themes. As I did this and also consulted my supervisory team, I found that I ended up 
renaming some themes and rewriting until there was a suitable ‘fit’ (Braun and Clarke 2006). 
By using a spiral process to data analysis (Fetterman 2009), using Braun and Clarke’s 
(2006) phases of thematic analysis and continuing with an iterative-inductive, reflexive 
approach, (O’Reilly 2009), I was able to analyse the data corpus and demonstrate the 
following themes found in Chapter 4.  
3.2.10. Data Verification 
There is much discussion in the literature about how quantitative and qualitative studies can 
be verified and whether different or the same terminology should be used for each paradigm 
(Creswell 2002, Rolfe 2004). Lincoln and Guba (1985) have taken the quantitative terms of 
reliability and validity and have found a more naturalistic stance of describing data 
verification. They argue that, to ensure a study is trustworthy, terms such as ‘credibility, 
transferability, dependability and conformability’ are relevant to qualitative enquiry (Lincoln 
and Guba 1985:300).  
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When focusing on data verification in an ethnographic study, there are also different 
approaches and terms used. Fetterman (2009:93) uses the term ‘ethnographic validity’, and 
he suggests that the heart of this is using triangulation, which he defines as: ‘testing one 
source of information against another to strip away alternative explanations and prove a 
hypothesis’ (Fetterman 2009:93). Hammersley and Atkinson (2007:183) discuss the use of 
triangulation and ‘respondent validation’; the latter consists of the respondent recognising 
the validity of their accounts as described by the researcher. To evaluate this study, I have 
chosen a qualitative criterion by Beck (1993), who was influenced by Lincoln and Guba 
(1985) and Sandelowski (1986). Beck (1993) uses the terms credibility, fittingness and 
auditability as an approach to critique qualitative research. Before discussing each of these 
areas in turn, I will explore the use of reflexivity in this study, as this underpins both the 
credibility and auditability of this study (Beck 1993). 
3.2.10.1. Reflexivity 
Reflexivity is a common word used in relation to ethnography; however, what is meant by it 
is very much open to debate. Atkinson and Coffey (2002) suggest that it is used for a range 
of associations and sometimes with very little meaning. Hammersley and Atkinson (2007) 
give insight to this by suggesting that the concept of reflexivity: 
‘Acknowledges that the orientations of researchers will be shaped by their socio-
historical locations, including the values and interests that these locations confer 
upon them. What this represents is a rejection of the idea that social research is, or 
can be, carried out in some autonomous realm that is insulated from the biography of 
the researcher, in such a way that its findings can be unaffected by social processes 
and personal characteristics.’                              (Hammersley and Atkinson 2007:15) 
However, having an understanding of what reflexivity is, does not necessarily explain how it 
is done. Pillow (2003) suggests that reflexivity can be used through various points in the 
research process, and can be used to establish integrity and ensure transparency and 
validity. Several writers have identified different types of reflexivity and where they occur in 
the research process (Denzin 1997 and, Clifford and Marcus 1986). However, to discuss 
reflexivity with regards to this study, I will use Pillow’s (2003) four reflexive strategies: 
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‘reflexivity as recognition of self, reflexivity as recognition of other, reflexivity as truth and 
reflexivity as transcendence’ (Pillow 2003:181).  
3.2.10.1.1. Reflexivity as Recognition of Self 
The premise, that it is impossible to be neutral or passive, is an important factor when 
considering research structure and design. It is essential to grasp that it is the ‘sense of self’ 
that affects one’s research interest, plan, and the listening and discourse with the participant 
(Gubrium et al. 2012). Because of this, the importance of critically analysing the researcher, 
as well as the research, cannot be underestimated (Carolan 2003). This, in practice, involves 
‘locating’ oneself in the study, being open and honest and admitting that observations are 
filtered through experience (O’Reilly 2009).Therefore, in this study, as one way of 
incorporating reflexivity, I ‘located myself’ by giving an account of my background, values 
and interests, see 3.2.4.1. Furthermore, I used my research diary to document my role as a 
researcher. 
3.2.10.1.2. Reflexivity as Recognition of Other 
Another way of practising reflexivity is by developing reciprocity with participants, which 
involves listening and hearing, and doing research ‘with’ rather than ‘on’ the participants. 
Pillow (2003) suggests that, developing a reciprocal relationship, ‘helps deconstruct the 
author’s authority in the research and/or writing process’ (Pillow 2003:179). An example of 
this was observed by Carolan (2003), who found that, as a midwife researching older first-
time mothers, her participants were nervous and whilst she was trying to interview them, had 
questions not pertaining to her research. She felt that it was ‘morally wrong’ not to reassure 
these women, so she answered their questions and then went back to her theme list as soon 
as the conversation allowed (Carolan 2003:12). This critique is relevant to this study as, 
when dealing with people who are dying, there can also be fear and concern. I found that my 
research design, that allowed the use of ethnographic interviewing, permitted participants to 
talk about areas of concern, following which I would guide the conversation back. For 
example, when I was interviewing the cook, she started talking about her family situation, 
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where she lived in the country and the fact that her parents had died. So I listened to her and 
then, when she had finished, I guided the conversation back to the patients at the hospice. 
3.2.10.1.3. Reflexivity as Truth 
Pillow (2003), in this typology, emphasises the role that reflexivity has in truth-gathering. This 
is of vital importance in this focused ethnography, where the emphasis is on the study of 
communication (Knoblauch 2005). Feminism as a school of thought has worked hard at 
ensuring the participant’s voice is heard (Oakley 1981). Denzin (1997:225) suggests that, ‘in 
multi-voiced history…no interpretation is privileged’. As already mentioned, when critiquing 
ethnography, one of the crises of the methodology has been the display of ‘single authorial 
voice’ (Hammersley and Atkinson: 2007:203). Therefore, it is imperative that the researcher 
is reflexive when both gathering data and writing up. In this study, to help in truth-gathering 
and ensuring voice is heard, I used my research diary. Additionally, after an interview, I 
wrote a summary of impressions. If I had any questions, I would then ask either a member of 
staff at the hospice or my language informant to clarify the situation or help me to explore 
further.   
3.2.10.1.4. Reflexivity as Transcendence  
The final typology that Pillow (2003) offers is that of transcendence. She argues that, after 
the researcher is aware of self, other and truth, through reflexivity, the researcher can 
‘transcend’ from their own subjectivity and cultural context. She contends that reflexivity 
releases the researcher ‘from the weight of (mis)representations’ (Pillow 2003:186). 
Following this process can offer validity and authenticity to the research (Talmage 2012). 
After considering the theory around reflexivity, I have realised that it is an on-going process 
that starts with the researcher from the beginning of the research process, and have 
attempted to consider this by using a research diary and my monthly meetings with my 
supervisors as a platform to promote reflexivity in this study (Hammersley and Atkinson 
2007).   
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3.2.10.2. Credibility 
As already mentioned, reflexivity underpins both the credibility and auditability of a study 
(Beck 1993). Credibility can be demonstrated in qualitative research when ‘informants, and 
also readers who have had a human experience... recognise the researcher’s described 
experiences as their own’ (Beck 1993:264). To ensure credibility in this study, I used Beck’s 
criteria as a guide. Part of the criteria focuses on the importance of field notes. Throughout 
the study, in-depth field notes were kept, not only to capture the situation, but also in both 
my field notes and research diary, I ensured that I recorded researcher-participant 
relationships, which also recorded the effect of my presence, behaviour and experience 
(Beck 1993). An example of this is recorded in 4.5.2.1., when Merht, a lady with cervical 
cancer, did not want me to touch her shoulder, which had been a normal way of greeting, 
because she felt she was unclean.  
Beck (1993) further highlights how credibility can be demonstrated by using multiple 
methods of data collection to determine the congruence of results. In this study, participant 
observation allowed me to capture naturally occurring data that helped inform the 'what' and 
the 'how' of care behaviour. Ethnographic interviews and discussions allowed me to gain 
data about beliefs and attitudes surrounding care. Credible data was also gained by 
investing sufficient time into the data collection period to build rapport and trust. The 
credibility of this study is further demonstrated by providing rich excerpts from the data, 
following data analysis, which will be demonstrated in the following Findings chapter (Beck 
1993). 
Coding, as described previously in 3.2.9.2., was used to describe initial ideas found in the 
data and these moved from open coding to focused coding (O’Reilly 2009 and Emerson et 
al. 2011) and on to theme generation. I used my supervisory meetings to ensure that a ‘good 
fit’ was obtained for the codes and themes (Braun and Clarke 2006). Furthermore, on a 
subsequent visit to Ethiopia, I discussed my themes with two main informants to validate my 
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findings, so as to ensure, as Beck suggests, the informants recognised my description of the 
experience as their own (Beck 1993). 
3.2.10.3. Fittingness 
In order to demonstrate fittingness, the transferability of the findings in a study, Beck 
suggests the importance of establishing typicality of the participants and their responses. 
Furthermore, fittingness, according to Beck’s criteria, is the representativeness of the data 
as a whole (Beck 1993). 
As ethnography involves looking at the social world being studied in its ‘natural’ state, 
undisturbed by the researcher (Hammersley and Atkinson 2007), there is no control over the 
emerging data. Therefore, to evaluate this study using Beck’s evaluation for fittingness, it is 
important to demonstrate that the data obtained by purposive sampling consider both typical 
and atypical participant experiences. An example of this can be seen in the Findings chapter 
under the theme of ‘Not Wanting to Upset’. Typically, families protected their loved ones 
from information about their diagnoses and prognoses; atypically loved ones also protected 
family members. 
Whilst transcribing my interviews, I used a language informant, who also worked in the 
community caring for the dying. As she listened and read through transcripts, and as we 
discussed the data, it resonated with her experiences of working with dying patients and 
their families, and she regularly commented on the depth and authenticity of the data 
captured depicting the care of the dying community. 
3.2.10.4. Auditability 
Auditability in a study is demonstrated when another researcher can follow the audit trail of 
the decisions made and draw conclusions from them (Beck 1993). This chapter offers 
information about the many decisions made in regard to the research procedure and design, 
which would ensure that a decision or audit trail is established, thus allowing another 
researcher to follow the same process. An example of auditability in this study is the 
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description of data collection. When conducting an interview, I used a tape recorder, an 
account is given on how I asked questions, where I sat with the participant, the use of a 
consent form and information sheet, all provide insight of the decisions made that another 
researcher can follow.  Hammersley and Atkinson (2007) concur with Beck’s evaluation that 
decisions need to be made, monitored and remade, and are an important part of the 
reflexive process, as highlighted in 3.2.10. 
3.2.11. Summary of Research Methods 
The second part of this chapter has provided a detailed record of the research processes 
and methods used. It has catalogued how access was gained and maintained so that 
participant observation, natural discussions and ethnographic interviews were able to take 
place. It has described the process of fieldwork whilst in Addis Ababa and how data was 
gathered and recorded. Finally, it has demonstrated data analysis and has discussed how 
data was verified in this focused ethnography. 
3.3. Conclusion 
This chapter has provided an extensive overview of the methodology chosen, namely 
focused ethnography, and the methods of participant observation, ethnographic interviews, 
making field notes and a research diary. It has then, as discussed above, provided a detailed 
record of the research process, involving three visits to Addis Ababa. From the analysis and 
verification of the data, themes were identified (see Appendix 17).  
The next chapter will explore the four themes identified. The first two themes explore ‘talk’. 
‘Not Wanting to Upset’ explores how some family members do not talk openly about cancer 
and also the emotional protection observed in the process. It then goes onto consider how 
hospice staff work within this situation and defer to the family. The second theme explores 
the linguistic framework used in ‘Sick…Very Sick’, and discusses how people use prayers 
and words of encouragement and accompaniment. It goes onto consider good death 
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sayings. The next two themes describe what people were seen doing to provide care. This 
involved ‘A Stopping of Everything’, where family members and patients were seen to 
sacrifice relationships, self and money in order to be care providers who provided emotional 
and physical support to their dying loved one. The final theme illustrates the emotional effect 
of physical care. In ‘Care is all about Comfort’ the importance of cleaning to prevent sadness 
is described. It then goes on to demonstrate how family members and hospice staff handle 
body fluids, provide food and use touch to give emotional care. 
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Chapter 4 
Findings 
 
Care of the Dying in a Hospice Setting in Addis Ababa. 
The aim of this chapter is to present the findings from this focused ethnography through an 
in-depth description and analysis of care of the dying in the emerging palliative care 
movement in one hospice in Ethiopia. The first two themes, ‘Not Wanting to Upset’ and 
‘Sick…Very Sick’, will describe the way people talk about being sick, which was observed 
and recorded in field notes and interviews. ‘Not Wanting to Upset’ explores how family 
members, hospice staff and patients talk about serious life-limiting and terminal illness. 
Family members were found to employ the strategy of non-disclosure in order to provide 
emotional protection for their dying loved one. Health care professionals attempt to promote 
‘open’ communication with the patients and family, but ultimately defer to family wishes in 
order to avoid upset. Finally I discuss how the dying person also uses non-disclosure so as 
not to upset his/her family members. 
 The second theme, ‘Sick...Very Sick’, considers how family members use the euphemism 
‘sick’ to describe serious illnesses such as cancer and HIV/AIDS. It will show how this use of 
language, ‘sick’ and ‘very sick’, offers a way to navigate the uncertainties around the nature 
of the disease and its progression. It then goes on to describe how family members talk to 
each other by using words of blessing, prayer and accompaniment to support the dying 
person and each other. Lastly, it describes how participants discuss what is perceived as a 
good death. 
The third theme, ‘A Stopping of Everything’ considers that, for care to be available for the 
dying person, there needs to be ‘a stopping of everything’ by family carers. It describes how 
carers sacrifice relationships and how they give of themselves in order to be available to 
‘accompany’ their dying loved ones. It goes on to explore how money is given by family 
members in Ethiopia and overseas to pay for treatment, which can have consequences for 
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other family members. It also details how hospice staff help the family navigate through the 
financial aspects of making decisions about care. Finally, it describes how family carers give 
up work or studies in order to care for their dying loved ones. 
The final theme, ‘Care is all about Comfort’, looks at the practical care given to loved 
ones/patients by both family members and hospice staff and looks at its emotional effect. It 
identifies that, to make people comfortable, ‘the first thing is to make everything clean’, which 
highlights the importance and priority of cleanliness as a form of emotional care. It further 
shows how carers and hospice staff handle body fluids and smell sensitively and treat 
fungating wounds. Lastly, it explores how the giving of food and the use of touch provide 
emotional care and comfort to the dying person. 
4.1.  ‘Not Wanting to Upset’ 
 
Family members were observed not to disclose or discuss terminal diagnoses and 
prognoses with their dying loved ones, as it was found that family members were ‘not 
wanting to upset’. Hospice staff also used communication strategies, both with the patient 
and family, to try to create a more open dialogue, but ultimately hospice staff defer to the 
family’s wishes. The dying person was also found to ‘not want to upset’ by only disclosing 
information about their condition to family members when they are unable to cover up bodily 
symptoms. 
‘Not wanting to upset’ was the rationale given by participants for the way people did not talk 
to each other openly about terminal illness, as this indicates that the reason for non-
disclosure is intrinsically linked to promoting positive emotions or at least maintaining the 
emotional equilibrium and avoiding upset. Interestingly, Papadopoulos et al.’s (2004) study 
on Ethiopian refugees and asylum seekers and their attitudes to health noted that the most 
important requisite and indication of health was happiness. Furthermore, Koffman et al. 
(2013) found that happiness amongst Black Caribbean and White patients with advanced 
cancer was, at times, ‘culturally patterned’ (Koffman et al. 2013:1010) and central to many of 
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the patients’ quality of life, as was seen amongst the Black Caribbean participants of the 
study whose religious belief system helped them experience happiness through prayer, 
which created emotional connection (Koffman et al. 2013). Therefore, management of 
people’s emotions and their perceived levels of happiness was found to promote wellbeing 
so, in this culture, when people are dying, ‘not wanting to upset’ represents a form of 
emotional protection. ‘Not wanting to upset’ was observed in various situations throughout 
the fieldwork.   
4.1.1. Not Wanting to Upset Loved Ones 
One of the homes I visited was Saga’s. Saga lives with her husband, Fitzum, and two of their 
adult children, Alex and Frey. I visited Saga and her family four times with Danny the 
hospice worker. Saga was extremely ill and had cancer of her colon and bladder, with lung 
and liver metastases. Below are my field notes, which describe the beginning of the first 
home visit: 
4.1.1.1.  ‘It is a small problem and it can be sorted’ 
At the house there was a large gate and inside was a compound, with various 
buildings in it. An old man met Danny at the gate who turned out to be Saga’s 
husband. He showed Danny to a door on the right. There was a sofa and two chairs 
and a large wooden table in the centre of the room. Danny and I were offered seats. 
Saga’s husband, Fitzum, said to Danny ‘Do you want to see the notes?’ He 
presented Danny with a bag full of reports and scans for him to look at. Danny went 
through all the paperwork and found out the seriousness of her condition by reading 
a scan report. As this was happening, a young man came into the room and sat 
down. He introduced himself as Alex, Saga and Fitzum’s son. After sometime, he 
turned to Danny and said: ‘Danny, I want you to go in and see my mother and tell her 
that you have reviewed the paperwork and that it is a small problem and it can be 
sorted’. With that Alex started to cry. His sister just sat there in silence. 9  [HV: Sa-1]10     
                                                          
9
 Field notes are written in non-italic script when describing or commenting. Italic script is used for direct 
speech. 
 
10
 HV - Field notes made during Home Visits. Sa - first two initials of participant pseudonym. 1 - number of visit. 
   Int - Interview 
   FN - Field Notes - 1 or 2 (first or second part. 27- page number) 
   RD - Research Diary 
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In this extract, Danny talks to the family before going to see Saga, which opens up the space 
for Saga’s husband and Alex, their son, to talk to him. From this first visit, it became 
apparent that Alex and the rest of the family did not want Saga to know her diagnosis, so 
Alex tells Danny that he wants him to tell Saga that it is ‘a small problem’. This situation 
shows how Alex wants his mother to remain in ‘closed awareness’ (Glaser and Strauss 
2005). However, the field notes also reveal how Alex displays his emotions about the 
situation, by crying in front of his family members and Danny. Saga’s emotions are required 
to be managed. The family ‘does not want to upset’ Saga by telling her about the 
seriousness of her illness. On the other hand, Alex is able to express his emotions freely, 
which appears to be in contrast to his mother’s situation.  
Ethiopia can be considered a collectivist society where the family, rather than the individual, 
is at the centre of decision making. Conway (2011:10) uses the term ‘collective 
responsibility’ to describe how a society governs death and is accountable to each other for 
caring for the dying. Beyene (1992) suggests that Ethiopians expect their family members to 
help them cope during a crisis, thus demonstrating collective responsibility. However, Saga’s 
situation shows the overflowing of Alex’s emotions as he considers the gravity of his 
mother’s condition. It is noteworthy that Danny, the hospice worker, at this time does not 
disagree with the family about talking about her illness, but goes in to see the patient. 
Additionally, Alex’s sister, Sara, is silent; Ethiopia is a society where traditionally men are 
involved in decision-making and this may account for Sara’s silence. 
4.1.1.2.  ‘We want to keep Saga happy’ 
The family’s voiced opinion and decision not to tell Saga about her terminal illness continued 
to be the case, even though both Alem and Danny (hospice staff) encouraged them to be 
more open, as her condition was deteriorating (communication strategies used by hospice 
staff will be discussed in the next section). This is demonstrated in a conversation with 
Danny and Fitzum at the start of the second visit: 
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As Danny walked into the compound, Fitzum stopped him and said: ‘I need to talk to 
you before you go in. We have decided as a family not to tell Saga that she is dying, 
we want to keep Saga happy’                     [HV: Sa-2] 
Fitzum is adamant that Saga is not informed about her dying. From Fitzum’s perspective, it 
is important that Saga is ‘kept happy’ and not upset but emotionally protected. It appears 
that, the family members, by not disclosing information about dying, attempt to limit distress 
and promote the emotional wellbeing of Saga in the face of her dying and death.   
4.1.1.3.  ‘The doctor said I had a lump’ 
Another way that showed that family members ‘do not want to upset’ their loved ones was in 
the way diagnosis was disguised or hidden from the patient. This is illustrated in one of my 
visits with Merht accompanied by Danny. Merht is a young woman who had been working up 
until recently in Dubai as a maid, but had come home because she had not been feeling 
well. During the visit I learned that she ended up having a hysterectomy, as she was found 
to have cervical cancer. This is an extract from my field notes, where Danny (hospice 
worker) is asking her about her illness: 
Danny asked Merht: ‘Tell me about what has been happening?’ Merht replied: ‘They 
took my womb out; the doctor said I had a ‘lump’. I was in hospital for weeks, but 
after that I felt a bit better for a while’…  
Later, Danny spoke to Merht’s mother and father alone outside about her cancer. 
Merht’s mother said: ‘She thinks it is a lump… that is fine, she does not need to know 
any more, and I don’t want her to get upset’.                                                [HV: Me-1]       
                                                                                                                                                                      
By using an open ended question, Danny learnt that Merht had been told that she had a 
‘lump’. This appeared to be her complete understanding of her condition and this was 
confirmed by Merht’s parents, later on in the visit, when they spoke to Danny alone, where 
Merht could not hear their conversation. As already seen from the above extract, talking with 
the family out of earshot is a strategy that Danny uses to allow the family a space to discuss 
their concerns. The doctor who did Merht’s surgery had used the word ‘lump’ to describe her 
    
177 
 
cancer and Merht appeared to accept that. This concurs with Doumit and Abu-Saad’s (2008) 
findings in Lebanon, that euphemisms such as ‘growth’ or ‘lump’ are preferred, rather than 
using the word cancer. Doumit and Abu-Saad would describe using words like ‘growth’ or 
‘lump’ as ‘tactful communication’. In their study they emphasise the cultural importance of 
‘tactful communication and the choice of words in communicating’ (Doumit and Abu-Saad 
2008:78). Merht’s parents appear to be content about what she knows about her condition 
and want her to remain in ‘closed awareness’ (Glaser and Strauss 2005). Similarly to Saga’s 
situation and her family, Merht’s parents take on the ‘collective responsibility’ of decision 
making related to communicating about serious illness and dying (Conway 2011). They are 
aware that Merht has cervical cancer and do not want any information disclosed about 
cancer to protect her emotionally by not giving the bad news about the cancer and ‘not 
wanting to upset’.     
4.1.1.4.  ‘I want to know if my mother is at the end’ 
The finding of ‘not wanting to upset’ is further illustrated by Miriam and her family. I visited 
Miriam at her home five times and spent a total of eight and half hours observing Danny (the 
hospice worker) and the family as they interacted. Below are my field notes, which describe 
Miriam’s background situation: 
Miriam is a widow of over twenty years after her husband was poisoned in the village 
where they were living previously. She has six children, five girls and one boy. She 
has breast cancer with spinal and brain metastases. Her daughter heard about the 
hospice through a friend and contacted them for help with symptom control. Her 
carers are her daughters, three of whom are married and live with their husbands; 
the other two are unmarried at present. Her married daughters come and stay with 
her and, between them, offer 24 hour care. Miriam lives in a condominium building on 
the outskirts of Addis Ababa. The government is, at present, building condominiums 
to move people who have been living in slum areas of the city; they can also be 
bought privately through a lottery system.       [HV: Mi-1]                                                                                                                                                                                                                                                           
 
Miriam, being a widow and having six children to care for, is in the difficult situation of being 
head of the family, which in Ethiopian culture is unusual, as she is female. Typically, in an 
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Ethiopian family, the key decision makers are the husband and the extended family 
(Woldemicael and Tenkorang 2010). However, Miriam as an older woman with grown up 
children in this case, would be considered the head of the family, as other older male 
relatives live overseas. Miriam is aware of her diagnosis after multiple hospital visits. 
However, she is not aware of her prognosis, as described in the conversation below. Her 
children had been told by a doctor that she had six months to live and, during this part of 
Miriam’s illness, she was in the sixth month of this prediction following diagnosis. Below is a 
conversation that took place in a stairwell between two of Miriam’s daughters, Elsa and 
Tigist, and the hospice worker, Danny, as the daughters explore how long Miriam has to live. 
Elsa went down the stairs with Danny to collect some medicine for her mother, which 
was in the car. Tigist ran down the stairs to catch up with them both. Tigist said to 
Danny: ‘I just want to know if my mother is at the end. The doctor gave her six 
months and she is now in her sixth month… but she looks so well.’ Danny looked at 
them both and said: ‘your mother is doing a lot better than when I first met her. But it 
depends on the spread of the cancer. At the moment her symptoms are controlled. 
But as it continues to spread it will then cause other problems. I don’t like to say how 
long someone has to live. It is in God’s hands. I have had patients who have been 
told six months and they have lived a lot longer. I have also had patients who have 
died a lot earlier. You need to take each day as a gift. You are praying people… God 
knows.’ With this they thanked Danny and they agreed that God was in charge. 
Danny told the sisters that, if they were worried or had any questions or if there were 
any changes, they could call him at any time.      [HV: Mi-3]                                                   
 
This conversation takes place on the stairs, away from the home, so that Miriam was not 
able to hear what was being discussed. Elsa and Tigist are looking to Danny, the hospice 
worker, to help them unpack whether Miriam is, at the end stage of her disease. They 
express that, having their mother’s symptoms now controlled, appears to make her ‘look’ 
better; Danny takes the responsibility for Miriam’s improvement in her condition. When 
Danny is asked by the daughters about Miriam’s condition, he does not answer the question 
‘I want to know if my mother is at the end’, but he points them to their belief in God. One 
possible explanation as to why Danny did this is that Miriam and her children are Protestant 
Christians. Therefore, Danny, who is also a Protestant Christian, uses language to support 
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the belief that God is in charge and knows how many days their mother has to live. He 
knows that they are ‘praying people’. Danny goes on to offer availability to the family via the 
phone ‘at any time’, offering both symptom control and psychosocial support. Being ‘on call’ 
all the time is a rather unusual concept compared to Western practice. I observed repeatedly 
that Danny and Alem would take phone calls when they were off duty. Danny even had 
phone calls which he answered and dealt with whilst he was on holiday. I would suggest that 
both Danny and Alem offered themselves to the family, not merely as health professionals, 
but also as concerned members of the community.  
The above conversation emphasises that, although Miriam knew of her diagnosis, her 
children were not prepared to discuss the fact she was dying openly with her; they chose to 
take on this responsibility so as ‘not to upset’ their mother, thus offering emotional protection. 
4.1.1.5.  ‘If you cry it will cause side effects’ 
My findings show that the importance of ‘not wanting to upset’ the dying loved one operated 
at different levels. As demonstrated above, not talking about terminal illness and dying is a 
key factor in relatives and health care practitioners emotionally protecting the dying loved 
one. However, I also observed how family carers further protect their loved ones from 
expressing sadness as they cared for them. This is illustrated by field notes of a further visit 
made to Saga. 
Saga was lying on the bed; Fitzum was stroking her legs and her feet, massaging 
them gently. He was talking to Danny about his wife: ‘my wife is a strong woman, she 
prays and she has faith… she is stronger than me’. Suddenly Saga started to cry. 
Her daughter, Frey, quickly turned round and told her mother in an urgent voice: ‘you 
can’t cry… You see this medicine [she showed her mother the Amitriptyline and 
Dexamethasone she had in her hand]... If you cry it will cause side effects.’ I was 
really shocked by her saying this, but no one else in the room seemed to react. 
Fitzum dried her eyes and spoke tenderly to her…                                                                                 
After the visit, I asked Danny about this incident and he described what he thought 
was going on: ‘it was strange… but I think that she (Frey) felt that, if her mother cried, 
it showed that she was hurt and there was nothing the family could do about it. She 
was trying to protect her mother’.                  [HV: Sa-3]                                                                                     
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This incident epitomises the ‘not wanting to upset’ aspect of how family members care and 
how emotions are managed.  Fitzum is massaging his wife, which I observed as a common 
practice by carers, showing physical care, and he is explaining to Danny that his wife is a 
praying woman. Repeatedly I found that it was seen as very important to have faith and to 
pray. As Fitzum is talking to Danny, Saga starts to cry and immediately Frey tells her that 
she cannot do this. Frey appears to want to suppress her mother’s emotional expression and 
control her outburst in order that her mother’s emotional distress is minimised. It appears 
that Saga, as a dying woman, is not allowed to express her emotions freely. Frey even 
invokes that her crying will cause side effects to the medicines her mother was currently 
taking. It is noteworthy that Frey feels that her mother’s medicine is so strong that crying will 
affect it. This gives insight into how modern medicine is believed to be powerful. Frey’s 
behaviour illustrates the importance of not showing strong emotion when ill and the affect it 
is perceived to have on health. Hochschild (2012) suggests that, within families, when there 
are times of uncertainty, the authority shows how a situation ought to be perceived and how 
people should feel about it. In this situation, it could be argued that Alex, Frey and Fitzum 
are the authority, as they are the carers and, in this example, Frey is demonstrating to her 
mother how she should feel, by not expressing her emotion openly. Therefore, ‘not wanting 
to upset’ the person who is ill by urging them to suppress emotion is seen as an important 
aspect of caring. This was also demonstrated amongst the hospice staff, as described in the 
next example. 
4.1.2. How Hospice Staff Avoid Upset 
To provide some further background to the hospice, the staff consist of two health officers, 
Alem (the director) and Danny, who qualified as nurses but then did further medical training 
and became field officers, which allowed them to prescribe drugs and morphine. These two 
members of staff are the home visiting team. They also did a palliative care course at 
Hospice Uganda. Dr Benium is a physician who supports the hospice by consulting and 
periodically teaching locally trained medical staff the principles of palliative care along with 
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Alem and Danny. There are four nurses who work at the in-patient hospice. Two of them 
cover day and two are on the night shift. The support staff consist of a secretary, a cleaner, a 
cook and a community worker (see figure 7) who, during the first part of my field work, was 
employed by the World Food Programme (WFP) to help distribute food to poor HIV/AIDS 
patients (both the cleaner and community worker had originally worked as volunteers). 
My findings revealed that, not only family members were found ‘not wanting to upset’, but 
hospice staff were also observed trying to ‘avoid upset’ by using communication strategies in 
an attempt to create a more open dialogue with the patient and family, but ultimately 
deferring to the family’s wishes. This will be illustrated by field notes made during home visits 
and an interview with a doctor working in palliative care. 
4.1.2.1.  ‘If you go and see my mother we can then talk outside’ 
On Danny’s first visit to Saga, a lady with colon and bladder cancer with lung and liver 
metastases (see 4.1.1.1.), Fitzum (her husband) and Alex and Frey (their children) sat and 
talked to Danny about Saga’s condition. Here are my field notes from this visit: 
Before going to see Saga, Alex (Saga’s son) said to Danny: ‘if you go and see my 
mother we can then talk outside, because she may hear us’. Danny agreed that he 
would talk to him after seeing his mother… 
On leaving Saga, Danny said: ‘I think I have some medicine that will help you with 
this… If it is ok I am going to talk to your family and I will give them some medicine’… 
Danny walked outside and Fitzum showed him into another building on the left of the 
compound. There was no furniture in the building, so Frey and Alex brought stools for 
everyone to sit on and they sat in a semi-circle. Danny said to them: ‘How do you 
feel?’ Fitzum started to cry and he said: ‘Saga has worked all her life, her children are 
now grown, we have a house and a car, the children have good jobs, this is now her 
turn to enjoy life and now she has this’. Danny said that it was a difficult time but that 
he was here to support as he could. He said to the family: ‘You need to be together 
and talk… I don’t know how long your mother has…only God knows, but she is really 
ill, she is dying. You all need to be at peace’. Fitzum replied: ‘We think she should not 
have any more treatment, but we don’t want her to know…we want to keep her 
happy’. Danny answered ‘I understand’.                 [HV: Sa-1] 
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This extract from my field notes shows how Danny communicates with Saga and the family 
about her condition. It is interesting that Alex (Saga’s son) asks to speak outside, thus 
displaying an element of secrecy when communicating with the hospice worker. However, in 
this example, Danny does inform Saga that he is going to talk with her family. Whilst 
observing Danny’s interactions with family members, I frequently saw how the visit would 
consist of seeing the patient and then spending time talking to family members away from 
the patient so that they could not be overheard. Alex’s instruction to Danny, to see his 
mother and then they would talk outside, illustrates ‘closed awareness’ by describing part of 
its ‘structural condition’ as ‘families tend to guard the secret.’ (Glaser and Strauss 2005:31).  
When analysing how Danny communicates, it is important to understand that, as an 
Ethiopian health practitioner, he is aware of social norms with breaking bad news. However, 
Danny has received palliative care training overseas and has been encouraged to promote 
‘openness’ as part of hospice philosophy. In this extract, Danny asks Saga’s permission to 
speak to the family and then tries to encourage them to talk together in an attempt to ‘be at 
peace’ and to be more open as a family. Danny, by asking an open question about feelings, 
allows Fitzum to display his emotions and to describe his frustration about his wife’s 
condition. It is noteworthy how Fitzum, as the father, repeatedly uses the personal pronoun 
‘we’ when he is talking to denote how he takes the ‘collective responsibility’ for both Saga 
and his children (Conway 2011). As the conversation goes on, Danny gently tells the family 
that Saga is dying. Danny again speaks about God knowing the length of someone’s days 
as Fitzum and Saga and the family are Orthodox Christians. 
It became evident that Danny, because of his training, would have preferred that Saga is 
aware of her prognosis and dying, by the comment ‘you need to be together and talk’. 
However, when Fitzum explains the family’s position regarding treatment and non-
disclosure, Danny shows ‘deference’ to the family’s wishes by acknowledging that he 
comprehends their position.  I would propose that Danny is managing his own opinions and 
feelings about how the family is communicating with Saga by showing deference to their 
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wishes, thus illustrating communication strategies employed in emotional labour (Hochschild 
2012), see 2.2.3.5. Danny is attempting to create openness, but ultimately ‘avoids upset’ by 
acquiescing to the family. 
4.1.2.2.  ‘How do you feel about that?’ 
During the second visit to Saga, Danny uses careful questioning to see how Saga feels 
about treatment. Here is an extract of my field notes: 
As Fitzum (Saga’s husband) and Danny were talking, Saga gestured that she wanted 
to sit up. Frey (her daughter) came and helped her. She thanked Danny for his help. 
Saga looked at him and said: ‘the doctor says I should have chemotherapy and 
radiotherapy, what do you think?’ Danny in turn asked Saga: ‘how do you feel about 
that?’ Saga replied: ‘I really don’t want any more…it is so hard and I felt so ill’. Danny 
gently nodded and said: ‘I think that is a good idea’. Saga then talked about how God 
had been a blessing to her.                                                                           [HV: Sa-2] 
 In this conversation, Saga asks Danny’s opinion about further treatment. Chemotherapy is 
expensive in Addis Ababa and not always available. As already mentioned in the findings 
from my scoping visit (see 3.2.3.), there are only two radiotherapy machines at Black Lion 
Hospital, which is the only place at present where radiotherapy can be obtained. It appears 
that, although Saga has had treatment for her cancer, from other conversations had with 
Saga and the family (see 4.1.1.2.), she is not aware that she has cancer.  Danny, when 
asked his opinion, does not reply to Saga’s question, but asks an open question of his own 
to find out her thoughts on the matter; Danny is using this as a communication strategy to 
facilitate the conversation further. It is noteworthy that Danny asks, ‘how do you feel?’ rather 
than ‘what do you think?’ I would suggest that this highlights the importance of Saga’s 
feelings and how Danny does not want to upset her. This strategy of asking an open 
question encouraged Saga to express the fact that she does not want any more radiotherapy 
and chemotherapy. She further articulates how difficult she found the treatment and how 
unwell she was with it. Danny finally gives his opinion about having treatment at the end of 
the conversation. It is important to note, that Danny is aware of Fitzum and the family’s 
opinion about further treatment from the previous visit and therefore offers his own (see 
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previous section). Danny is using both ‘tactful communication’ (Doumit and Abu-Saad 2008) 
and palliative care communication strategies to gain insight into Saga’s feelings about her 
treatment (Danny has had some formal palliative care training). 
To gain further insight into how the hospice staff communicated with dying patients and 
families, I will go on to discuss how an experienced doctor describes how he cares for his 
patients. 
4.1.2.3. ‘What I do is, I tell patients to follow, to follow’ 
Dr Benium is a 50 year old man who did his medical training in Ethiopia and has done some 
further training in the United States. He has a special interest in caring for the dying. In an 
interview, Dr Benium describes how, as a young physician, he told a woman her diagnosis. 
She was so distressed by it that he went back and told her that, in his opinion, it was not as 
bad as he thought, therefore changing his position to try to emotionally protect her. He then 
went on to describe how he tells people bad news in order to ‘not upset’. Here is part of his 
account: 
‘After I did that, I didn’t tell any patient right to his face what his problem is until he 
asks me. So I stopped that; this is just common sense from my experience. What I do 
is, I tell patients to follow, to follow. So I show them I have done everything and that I 
am failing and finally you know they become frustrated and ask, ‘What’s going on?’ 
Then I ask, ‘How much do you want to know?’ ‘Do you really want me to tell you?’ 
They are ready by then. After a lot of suffering, so you cannot tell at one go. It’s 
catastrophic, you cannot do it. It’s culture, it is fixated. Even I myself as a physician I 
was frightened to check myself for HIV [Human Immunodeficiency Virus] as there is 
no drug… I mean when I was young. Before ART [Anti-Retroviral Therapy]... but 
even the culture with death and terminal illness. I am influenced just as much as 
society. So it is as soon as ART came I tested myself probably 10 or 15 years as a 
senior physician. This shows that it is… eh… is culture and what you have been 
taught in childhood cannot go out, even with education it is not easy. So ... it is a slow 
approach, several visits, and patients need to see that things are failing. You need 
time to do your best examining. All the time I take off all their clothes, they like that; 
when you take time, examining them thoroughly, talk to them, give them this drug 
and then they become friends; they see you’re trying your best. They see you’re 
trying your best, in fact, they see … sometimes they say ‘I feel better’ without 
anything. ‘Are you sure you feel better, are you sure you’re ok?’ ‘Well ok... it’s a little 
bit better’... Then you know … Then they come to the stage that I am a friend and I 
am trying to help… so I will not be a monster. Some people need 2 or 3 visits, some 
people will need 10 visits and so on. And I know of people who never ask this 
question… always avoided my eyes and finally died and then there are people like 
that.                                                                                                                 [Int: Dr B] 
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There are four key issues about the above extract: the process of breaking bad news, 
relationship building, establishing trust and evidence of a culturally sensitive approach to 
medical practice. Dr Benium’s account describes how his experience as a doctor has shaped 
how he now deals with his patients. Having had the experience, as a younger medical 
practitioner, of seeing a patient of his being overly distressed, he now describes how he talks 
to patients in his care. He encourages his patients ‘to follow’, to see how he investigates the 
patient’s problem, in order to build a relationship. He makes sure that they see he has done 
all the tests and that ‘he has done everything’. He spends time with the patients, examining 
them and trying different drugs through which a trust relationship is formed and the patients 
see that he is trying his best. He develops a friendship with his patient, and this is 
foundational to how he supports them. Finally, the patients and carers may ask about the 
illness and he would then ask them, ‘How much do you want to know?’ He is aware that it 
may take multiple visits for the patient and carers to ask, and that some patients will never 
do so. In his account, Dr Benium illustrates that talking to patients about terminal illness is a 
layered process; the patient and family need to see that medical treatment is not working. He 
also demonstrates that it demands a lot of time, needing a ‘slow approach’. By using this 
strategy of getting the patient ‘to follow’ him as he cares for the patient and family, he offers 
a rationale for breaking bad news which is culturally sensitive. 
Dr Benium is an educated man who regards relationship a key part in supporting a patient as 
he breaks tragic news. Both Danny and Dr Benium emphasise the importance of ‘tactful 
communication’ (Doumit and Abu-Saad 2008) and use varying communication strategies to 
allow for openness with the patient and family. However, they both ultimately defer to the 
family so as ‘to avoid upset’.  This theme of ‘not wanting to upset’ will now be discussed with 
reference to patients, themselves. 
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4.1.3. Not Wanting to Upset the Family 
Although the emphasis in my findings was that the family and hospice staff offered emotional 
protection by ‘not wanting to upset’ the dying person, I did observe another cultural 
phenomenon, where the dying person was also trying to protect the family emotionally. This 
is illustrated by field notes taken from visiting Miriam and an interview I had with Miriam’s 
daughter, Tigist. Miriam is a widow with breast cancer and spinal and brain metastases (see 
4.1.1.4). 
4.1.3.1.  ‘I didn’t want to upset the children’ 
Miriam is aware of her diagnosis, but is not aware that she is dying. In an extract from my 
field notes, Miriam recounts how she does not tell her family about her symptoms:   
On my second visit, Miriam was lying on a mattress in the bedroom and was now 
able to sit up with her back up against the wall and was strong enough to talk [she 
was feeling much better after taking some steroids and had been given some oral 
morphine for pain on the first visit]. Danny (the hospice worker) asked her about her 
family. She explained that she had six children, five girls and one boy, and that two of 
her girls were twins. He asked who looked after her and she explained how her girls 
cared for her. The conversation went on and Danny then asked her: ‘How did it 
start?’ Miriam explained: ‘I first felt back ache, but because my husband is dead and I 
didn’t want to upset the children, I didn’t do anything about it. After a long time I went 
to the doctors and they found a lump in my breast.       [HV: Mi-2]                                                                                                    
In this visit, Miriam describes to Danny how she first realised that she was unwell. She had 
backache but did not seek medical help, as she ‘didn’t want to upset’ her children. Miriam, 
being a widow and having six children to care for, is in the difficult situation of being head of 
the family. She attempted, at the beginning of her illness, to emotionally protect her children 
by withholding information that she was in pain, until she needed to seek treatment.  
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4.1.3.2.  ‘Then the pain increased… then she told them’ 
In an interview with her daughter, Tigist, she describes, from her point of view, the beginning 
of her mother’s illness. She explains how information about her mother’s pain was slowly 
revealed to her siblings. Here is part of the conversation: 
‘Because I was busy, my Mum didn’t tell us about the pain she was in. She just took 
pain killers. Because she thought the pain would go away. Because of that she just 
took the painkillers, without telling us. My two youngest twin sisters and my brother 
were living with my mother... she didn’t even tell them. My mother thought, we have 
our own lives, my other sister is married, but at that time my older sister was here in 
Addis. Elsa had moved out, my other twin sisters and my brother lived with her... she 
didn’t even tell them. She started taking the painkillers last year in July. Then the pain 
increased… then she told them. She told them ‘my legs hurt and I cannot walk’ and 
they didn’t tell us. So they thought it was just ‘simple’ pain. She went to Fulewa [a hot 
spring in Addis]. She had the bath, steam and a type of physiotherapy [cultural: 
wegesha, an uneducated person who will perform therapeutic massage]. It made no 
difference and after that they told us.’             [Int: Ti] 
Interestingly, Miriam told the children who were living with her first. I suggest that this was 
because it was more apparent, as she was unable to walk, thus making it more difficult for 
Miriam to hide. Miriam did not tell her family about the pain for seven months and only after 
this did she tell the children living with her. It is noteworthy that the children living at home 
also protected their siblings living outside the home from the fact that their mother had pain. 
The siblings living at home thought it was a ‘simple pain’, therefore ‘did not want to upset’ 
their other sisters. Miriam and the children living at home did not tell Tigist (who was outside 
the family home, with her husband and child) until they had tried other ways of dealing with 
the pain, by visiting the hot springs. However, it could be argued that, although Tigist is not 
directly told about her mother’s condition at this time by her siblings, she is potentially 
suspicious that something was going on as her mother was taken to the hot springs and 
went for massage. Furthermore, Tigist visited her mother; she would have also seen her 
physical decline. Further on in the interview, Tigist described how she visited her mother 
weekly. One of the ways suspicion can be aroused is by observing bodily deterioration 
(Glaser and Strauss 2005). In Miriam’s case, her mother is not able to walk and requires 
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various therapies and, although Tigist is not told about it directly, she is suspicious; this is 
discussed below. 
4.1.3.3.  ‘Mum is sick’ 
Tigist then goes on to describe how she eventually told about her mother’s pain: 
‘At that time, only my older brother and my twin sisters knew about this pain, but we 
didn’t know. Around November-December time they said, ‘Mum is sick’. Before we 
were always talking on the phone… But they didn’t mention this... because the pain 
was small. She (Miriam) never told me, ‘I was sick’. On the phone I always kept 
asking her, ‘How are you?’ and she would say, ‘I’m fine’.            [Int: Ti]                                                                                                                                                 
It is noteworthy that Tigist reveals that her brother and twin sisters in turn did not tell their 
other siblings about their mother’s pain until much later and so were protecting them with the 
agreement of their mother. Although Tigist is not told directly by her mother about her 
condition, it could be argued that she is suspicious about the situation, as she was always 
asking her mother how she was. She makes the comment that her mother never told her 
about her condition, yet she ‘always’ asked about her on the phone. Glaser and Strauss 
(2005) suggest that a strategy used when a person is suspicious, is by using indirect inquiry 
to observe how the other party reacts. However, despite Tigist’s suspicions about her 
mother’s condition, it was not until several months later that Tigist was told openly that her 
mother was in serious pain by her siblings.  
As a mother, Miriam protected her family by not telling her children about the pain she was in 
for many months. She did not want to bother them and lived with her discomfort, seeking 
traditional medicine through massage and hot springs, which are widely practised in Ethiopia 
(Pankhurst 1990). When she finally told her children, it was done in stages; firstly, Miriam 
told the children she was living with and they then in turn, after a period of time, finally told 
their married sisters. 
Once all the children knew she was in pain, they wanted her to go to the hospital to get 
checked out. Tigist describes what happened: 
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We told her she needed to go to the hospital. But she said, ‘not today. I will go 
another time’. So we said, ‘ok’. So we gave her some time… she doesn’t like 
hospitals. She wants to pray. She said, ‘I want to pray’… She said, ‘The Lord will heal 
me. I don’t want anyone to touch me.’ But we didn’t know then it would be this 
serious.                              [Int: Ti]                                                                                                                 
Miriam evidently did not want to go to the hospital straightaway. She told her children she 
wanted to pray. Miriam is a Protestant Christian and her faith is very important to her. It 
appeared that she wanted to spend time with God in prayer rather than in an overcrowded, 
expensive hospital, as ‘she didn’t like hospitals’. 
Eventually Miriam did seek medical advice and went to three different clinics before she was 
finally diagnosed with breast cancer with both spinal and brain metastases. Significantly, the 
first clinic, according to Tigist, informed her mother that she ‘was fine… her back bone was 
slightly fractured, so that may be the cause… why she cannot walk’ [Int: Ti]. At the third clinic 
appointment, the doctor, in the end, told Miriam that she had cancer, which when compared 
to other patients’ stories is unusual; she was now in ‘open awareness’ about her diagnosis of 
cancer (Glaser and Strauss 2005).  
Miriam’s situation shows how the dying loved one also uses non-disclosure as a strategy to 
‘not upset her children’ (see 4.1.3.1.). However, due to the severity of her symptoms, she 
was unable to continue hiding her illness. Miriam then limited the disclosure of her symptoms 
to her children who were still at home, who in turn did not disclose information to their other 
siblings, until it became apparent to them that Miriam’s illness was not just ‘simple pain’. The 
children living at home finally disclosed the severity of their mother’s condition, so that 
together they could seek medical attention.  
This first theme has discussed the importance of ‘not wanting to upset’ and how this occurs 
in key relations amongst carers, hospice staff and the dying person. It shows that the 
prominence of this phenomenon was seen as carers and hospice staff emotionally protects 
the dying person by not disclosing information. This was mainly observed when discussing 
diagnosis and prognosis with the patient and family members. This first part of the findings 
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has emphasised how Ethiopians regard ‘not wanting to upset’ as the essence of emotional 
protection and is a key cultural concept linked to emotional care. Hospice staff was observed 
trying to create more open dialogue with the patient and family; however, they deferred to 
the family’s wishes. This finding of ‘not wanting to upset’ illustrates the cultural dynamic of 
non-disclosure that was evident in the majority of participant accounts. The next theme 
demonstrates how, although people do not discuss cancer openly, there is still a language to 
describe cancer, and serious life limiting illness and its progression. 
4.2.  ‘Sick...Very Sick’ 
 
Generally, people in the community did not talk openly about terminal illness, thus using 
non-disclosure as a communication strategy. In this section Sick...Very Sick, demonstrates 
how family members talked about disease progression and dying with each other, and the 
type of language used to describe caring is explored. This is followed by an examination of 
how family members and carers talk to their loved ones with encouraging words by the use 
of blessings, prayers and words of accompaniment. Finally, I go on to consider how people 
talk about a ‘good death’. 
4.2.1.  ‘Wax and Gold’ as a Way of Life 
To fully understand the notion of ‘talk’ or discourse, it is imperative to have some 
understanding of language in Ethiopia. There are over 70 official languages spoken in 
Ethiopia (Ethiopian Embassy 2011a).The lingua franca in Ethiopia is Amharic (the history of 
language is discussed in the background chapter). As a spoken language, it has a complex 
grammatical structure and is subtle. Whilst in Addis Ababa, I observed how Ethiopians are 
story tellers and enjoy words and poetry, as demonstrated in the field note below: 
In the evening I was invited by one of the hospice staff to a jazz and poetry evening. 
The place (an old run down hotel bar) was full of people, some people even standing 
at the back as there was no room. I was amazed to see how many people were there 
and how the crowd really enjoyed the poetry and the playing with words which was 
done; even young people were there. I saw many tables with people in their twenties 
enjoying the poetry and laughing loudly at the humour of it. It made me realise again 
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that this is such an oral culture and that there is great prowess and enjoyment in the 
art of the spoken word.          [FN: 2-35] 
The concept of playing with words, poetry and hidden meaning is exemplified by the term 
‘wax and the gold’ (Levine 1988). This term is used to describe the potential double-layered 
meaning of a word: the ‘wax’, which has an obvious or every day meaning, and the ‘gold’, 
which has a deeper, truer meaning of the word (Levine 1988). The term comes from the fact 
that wax is a natural secretion of gold which is produced as gold is purified and melted in the 
fire. Metaphorically, the term is used to describe the apparent, the meaning on the surface, 
known as ሰም-‘sem’=wax. (see 1.4.4.1. for the importance of ‘wax and gold’ in speech). The 
underlying true, deeper meaning is known as ወርቅ ‘werq’=gold. Furthermore, Girma (2011) 
suggests that ‘wax and gold’ speech allows people to speak ambiguously to protect people’s 
privacy and to allow the conversation to be vague. In this theme, I am suggesting that, when 
someone uses the word ‘sick’, the ‘wax’ meaning is that someone is not well. However, the 
‘gold’ interpretation, or hidden meaning, is that the person has got a serious illness such as 
cancer or HIV, yet it is not openly discussed and talked about. This important concept will be 
examined by exploring the use of proverbs, playing with words, hidden meaning and general 
discourse as found in the observed care of the dying situations. Donald Levine argues that 
‘wax and the gold is not only a way of communication; it is indeed a way of life’ (Levine 
1988:28). 
4.2.2. She’s Sick...Very Sick 
When family members and carers talked about their loved ones’ illnesses, they 
predominantly used the term ‘sick’. This word was found to be used primarily to describe the 
person’s health status and also was a term used as a diagnosis, which had an impact on the 
family and larger community. The term, ‘sick’, used in conjunction with adverbs such as 
‘very’ or ‘seriously’, was found to describe serious disease progression; there appeared to be 
no explicit talk of ‘dying’ amongst carers to their loved ones. 
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4.2.2.1.  ‘She’s Sick’ 
Below are two examples of family members describing their loved ones’ situations: 
My sister is a little sick so I have come close to her and to take care of her...In our 
family there is no one who has been sick like that.           [Int: Li] 
Around November-December time my sister said, ‘Mum is sick’. Before we were 
always talking on the phone... but they didn’t mention this... because the pain was 
small. She never told me she was sick. On the phone I asked her, ‘How are you?’ 
and she would say, ‘I’m fine’.              [Int: Ti] 
In the first example, Liya’s sister is HIV positive and has cervical cancer. Because of her 
condition, Liya has moved in to care for her. The comment ‘no one has been sick like that’ 
was understood to be Liya discussing her sister’s HIV status. Here it was found that, 
although Liya knew about her sister’s condition, she did not use the term HIV, but uses the 
term ‘sick’ to describe her status, potentially to avoid the stigma of her disease.  
The predominant utilisation of ‘sick’ to describe a plethora of illnesses was a common 
occurrence. Indeed, in the West, people do use this term; however, in the context in Addis 
Ababa it was found to be an almost exclusive ‘blanket term’ to describe common and severe 
illness alike. Liya’s description of her sister’s condition embodies the ‘wax and gold’ concept 
in Amharic language. On the ‘wax’ level, the term ‘sick’ simply describes the patient’s status; 
she is unwell. However, on ‘the gold’ level in this case, the implication is of something much 
more complex such as HIV and cervical cancer; nothing is openly said.  
The reasoning behind such vague terminology was found to be varied; firstly, I would 
suggest that scientific vocabulary is poorly developed linguistically. Soiland (1998:4) states 
that many medical terms in English ‘do not have a single corresponding word in Amharic’; 
this was very much to be my finding. More importantly, I became aware of how medical 
words were culturally constructed. For example, I noticed the word for menstruation:  የወር 
አበባ which literally means ‘monthly flower’ was described to me by a hospice worker to 
convey the idea of ‘regularity like a flower that grows, that is a symbol of life’ [Int: Al]. As the 
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majority of Ethiopians are farmers, the idea of menstruation being described as a flower is a 
socio-cultural construct and, as Lakoff and Johnson (2003) suggest, a concept of every day 
functioning through the use of language. 
Secondly, it could be argued that the other main reason for the predominant use of ‘sick’ is 
to do with ‘closed awareness’ (Glaser and Strauss 2005). Closed awareness is when ‘a 
patient does not recognise his impending death even when hospital personnel have the 
information’ (Glaser and Strauss 2005:29). As demonstrated in the previous theme, cancer 
diagnosis and prognosis are sometimes withheld from the patient and sometime family 
members. (With regards to HIV/AIDS, in the past, there was a real problem of talking openly 
about HIV/AIDS, however, this situation is changing with community involvement through 
health extension workers and through community associations such as ‘idirs’ (Wube et al. 
2010)). In the second example, Tigist describes how she hears that her ‘Mum is sick’. She 
mentions that she had been talking on the phone to her mother and sister, and there was no 
mention of her mother’s illness, only the statement that ‘she is sick’. It being has been 
established in the previous theme that family members and loved ones protect each other by 
not discussing diagnoses openly in order to promote emotional well-being. Building on from 
this idea, ‘she is sick’ offers a linguistic framework to navigate the uncertainties around not 
discussing the nature of the disease and diagnosis. 
4.2.2.2.  ‘Sick...Very Sick...Seriously Sick’ 
Having established that the term ‘sick’ was used widely in the care of the dying culture to 
discuss HIV and cancer, I will further show how the term was used by family members to 
describe the prognosis trajectory of their loved ones. Here is a typical conversation of a carer 
describing her mother’s condition: 
My sisters came into the office... and when they saw me they were crying. They cried 
a lot... because Mummy was very sick... what should we do? So I said to them, ‘ok I 
will come...’ So I went to visit her...she was seriously sick and I said, ‘Mummy what is 
it?’ We told her she needed to go to the hospital.               [Int: Ti] 
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This is the continuing conversation with Tigist about her mother’s condition. Before, she 
described her mother as sick (see above). Now, several months later, her mother’s condition 
had deteriorated and she was exhibiting symptoms (see field note below). Tigist’s sisters 
came to find her at work, as they are distressed by their mother’s worsening situation and 
they describe her as being ‘very sick’. When Tigist visits her mother, she confirms her 
sisters’ description and goes further by saying ‘she is seriously sick’. In my field notes, made 
on the same day the interview was conducted, I described Tigist’s mother as follows: 
She looked very uncomfortable curled up in the foetal position with a greyish look on 
her face. When Danny (the hospice worker) tried to speak to her she struggled to 
speak...she appeared to be shaking...Danny said that she was having seizures due 
to her brain metastases and was in pain.                       [HV: Mi-1] 
Tigist’s mother was hardly responsive when Danny visited and he gave her some anti-
convulsive medication to help with the seizures; she appeared to have end stage disease. It 
is important to note that, because of Danny’s medical training and my nursing background, 
different words may have been used to that of a lay person. When talking to me, Danny 
would use medical terminology to describe his patient’s condition. However, when in the 
presence of patients and families who used the framework ‘sick...very sick’, he did not 
disagree with the statement and was careful with the words he used, thus displaying tactful 
communication (Doumit and Abu Saad 2008). However, throughout a fifty minute interview 
and five home visits to this family the ‘sick...very sick...seriously sick’ terminology was 
consistently used to describe Tigist’s mother’s deteriorating condition by the family. 
A further illustration of Sick...Very Sick comes from Fitzum, the husband of Saga; Saga has 
advanced cancer: 
‘For about a year she was sick...she went to Black Lion Hospital and then she felt a 
bit better... But now she is very sick...’          [HV: Sa-1] 
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Fitzum’s wife was diagnosed with colon and bladder cancer, and then had surgery, 
chemotherapy and radiotherapy; after her treatment, she had a period of better health. When 
Danny visited her, I made the following observation in my field notes: 
Saga was lying on the bed, she looked emaciated and had a greyish complexion and 
was coughing. ..Saga said, ‘I have this cough and I have some pain here [she rubbed 
her abdomen] and I am not eating. My tongue is also sore’.          [HV: Sa-1]  
During this visit, Danny looked through all the notes and paperwork that the family had and 
confirmed that Saga had colon and bladder cancer with liver and lung metastases [HV: Sa-
1]. Her symptoms showed that she had end stage disease. However, the language that 
Fitzum used to describe his wife’s deterioration was Sick...Very Sick. 
As already established in ‘She’s Sick’ (see 4.2.2.1.), the euphemism ‘sick’ provides a 
linguistic framework to navigate non-disclosure, as families keep their loved ones in ‘closed 
awareness’ (Glaser and Strauss 2005). However, in the above examples family members 
are now discussing the deterioration in their loved ones’ conditions by using the words ‘very 
sick’ or ‘seriously sick’. It appears that these terms provide a way of describing the 
deterioration and gravity of their loved ones’ diseases, whilst still maintaining ‘closed 
awareness’, thus offering a layered linguistic framework to describe disease progression.  
Furthermore, I noticed that when family members are talking about non-disclosure, there 
appeared to be no notion of ‘dying’. It appeared that people’s states of health were 
categorised as: healthy, sick, very sick or dead. There appeared to be no words used for the 
concept of dying by family members. This finding, I would argue, is due to two main factors. 
Firstly, I observed that death was treated as an inevitable part of life by those who cared for 
the dying; the emphasis was on supporting their loved one to the end (as will be described in 
the next two themes). This is corroborated by Murray et al. (2003), who compared lung 
cancer sufferers in Scotland and Kenya, and found that the Kenyans were far more 
accepting of their prognosis and death than those in Scotland. 
    
196 
 
The second factor why the term ‘dying’ may not be used by the family is that death is not 
medicalised to the extent that it is in the West. In the seventies, Ivan Illich was concerned 
that death had been medicalised; that doctors went too far in trying to defeat death, by 
actively treating patients (Illich 1976). David Clark (2002:905) suggests that palliative care 
‘has encouraged medicine to be gentler in its acceptance of death’; nevertheless, it is in turn 
becoming more medicalised. In Addis Ababa, where there is very little medical support, 
drugs or treatment, the notion of ‘dying’ is not present but the idea of being ‘very sick’ is. The 
concept of ‘very sick’ is a literary example of Levine’s (1965) premise of wax and gold. On 
the ‘wax’ level, the person is simply ‘very sick’, but the implication with the ‘gold’ is that the 
loved one is nearing death. 
4.2.3. Community Working Together 
Community can be defined as a group of people who have ‘something in common’ which 
‘distinguishes them in a significant way’ from members of another group (Cohen 1985:12). 
Furthermore, McMillan and Chavis (1986) suggest that community has four elements; firstly, 
membership, which they suggest describes the feeling of belonging. The second element, 
considers influence, making a difference or mattering to the group. The third element is 
reinforcement which McMillan and Chavis (1986) suggest describes the feeling that 
members’ needs will be met through being part of the group. Finally, the last element is 
shared emotional connection, which incorporates shared history, and similar experiences.   
McMillan and Chavis (1986)’s final element resonates with Cohen’s (1985) definition above. 
The communities observed in this study were local neighbourhoods that supported the dying 
person and their family. In Addis Ababa, the local neighbourhood consists of people with 
different religious affiliations living in close proximity together; this situation would be 
different in more rural areas, where religious affiliation and tribal connections is more 
geographically separate, see 1.4.4.4. I will now go on to discuss the type of language used 
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for describing caring, found whilst visiting and talking to family members, hospice staff and 
patients in Addis Ababa. 
As already mentioned Ethiopia has an oral culture that enjoys storytelling, poetry and playing 
with words. During home visits and talking to hospice staff, I found that proverbs and sayings 
were used to describe situations. 
Sumner (1999) suggests that proverbs are used in the following way: 
‘The proverb appears when a fact, an event, a situation calls for a commentary. This 
commentary in proverbs is possible only because this fact and its circumstances are 
not absolutely clear for all: the sender needs to explain it to others to draw their 
attention on one point, to express his opinion about it or simply to link this fact to 
what he has learned from tradition. The proverb serves to enlighten the situation for 
those who have not understood it.’     (Sumner 1999:17) 
The use of proverbs was observed to describe the family and community, and how, by 
working together, they are able to give care. Here is an example of a proverb that was used 
repeatedly: 
I was in the car with one of the hospice staff and a carer; we were on the way to a 
visit. They had been talking about how getting resources such as drugs and 
equipment and caring for people was sometimes difficult. But then the hospice 
worker said to us: ‘50 lemons are a burden for one person, but are perfume for 
50 people’. I understood the gist of the meaning of the proverb but didn’t really 
understand why lemons were a perfume! I thought I would speak to my language 
helper later and ask her.                                                                                   [FN: 1-8] 
This is the answer from my language helper: 
‘Lemons, historically, were used as a lotion for people’s skin. Also the leaves were 
used as a perfume. People say, ‘She smells of lemon - meaning she is wearing 
perfume. If someone gave you a lemon as a woman it meant they wanted to marry 
you [in Oromo and Amhara region]; this is still sometimes done at Timkut [Epiphany].’ 
 [FN: 1-34] 
Here, as Sumner (1999) suggests, the proverb provides a commentary on the situation. The 
hospice worker was using a proverb to illustrate to the carer and myself that, if many people 
share the burden of care and providing resources, the job is shared. When I visited families, 
I became aware of how the family unit lived together and supported each other; beyond that, 
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neighbours, religious groups and community groups also offered help to the family. This 
concept of the strength of community support was also found amongst the Kenyan group 
that Murray (2003) examined.  
The idea of working together as a community to support and care for the dying was found in 
other similar proverbs: 
‘We have this saying, ‘When spiders unite, they can tie down a lion’. This is how 
people work together.’                            [FN: 1- 11] 
Here, a carer is using the proverb to illustrate how she sees strength in the community 
working together. The sense of the proverb is that the lion is a formidable foe in comparison 
to the spiders, which are such small creatures. However, if these insignificant spiders work 
together weaving a common web, they can tie down a lion. As will be discussed in the next 
theme, ‘A Stopping of Everything’, the community and family working together can offer 
support and care to their loved ones much more effectively than as individuals. 
Both of the above proverbs have a ‘wax and gold’ element to them. The ‘wax’ of the 
proverbs is the statement made about working together; the ‘gold’ of the proverb is the 
production of ‘perfume’ or ‘tying a lion’ that was experienced as families cared for their loved 
ones and shared the burden, which was of greater value.  
4.2.4. Encouraging Words 
Another communication strategy, found when observing how people talk to each other in this 
community, was through the notion of encouraging words. Words offering blessing and 
prayer, and words describing the sense of accompaniment were found to be used 
continually by hospice staff, family members and carers alike.  
4.2.4.1. Blessings as Encouraging Words 
Blessings were typically used when greeting people. When visiting a loved one, the friend or 
family member or hospice worker would greet the loved one as follows: 
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 Visitor: Hello- ጤና ይስጥልኝ - literally: may health be given to you. Are you well?-እንደምን 
ነህ 
Sick Person: Thanks be to God-እግዜር ይመስገን.         [FN: 1-3] 
The importance of health can be seen in the above extract from my field notes as, even 
when saying ‘hello’, you are literally asking God to give the person you are speaking to 
‘health’. Sometimes with friends or family, the phrase ሰላም - peace was used; but the idea is 
the same: May God give you peace. The reply, ‘thanks be to God’, I heard being used by 
Orthodox and Protestant Christians. It is utilised even if a person does not feel well; I heard it 
as a reply when a person we were visiting was in severe pain and actively dying [Visit-Sa]. 
Sometimes Muslims prefer to use Arabic and say ‘Allhamdulallah’, which means the same 
thing. 
Another example of blessings being used is illustrated during a visit to Dawit: 
Danny sat talking to Dawit. A friend of Dawit had been sitting in the room for most of 
Danny’s visit. He got up to leave, bowed slightly and looked at his friend and said, 
‘May God heal you and may He bless you, may He give you His peace’. Dawit looked 
back at his friend and tried to smile and Danny and Dawit replied, ‘Amen’. He then 
said, ‘goodbye’ to his friend.           [HV: Da-1]                                                                                                       
As can be seen above, asking God for healing and blessing was often spoken together. The 
blessing caused an emotional reaction in Dawit, as he ‘tried to smile’ as his friend blessed 
him. Dawit also responded to the blessing by saying ‘Amen’. Dawit’s friend also appeared to 
be showing respect to Dawit, and also to God, by bowing in his presence as he spoke. The 
above is a typical illustration of how people speak to their loved ones and how they respond. 
Blessings were perceived as an important part of dialogue. Murray et al. (2003) compared 
dying of cancer amongst people living in Scotland and Kenya. They noted that Kenyans 
found that their ‘religious beliefs often provided comfort and peace’ (Murray et al. 2003:3). 
Koffman et al. (2008) furthermore found, in their study considering Black Caribbean and 
White patients with advanced cancer, that amongst the Black Caribbean group it was more 
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frequently voiced that their faith and belief in God helped to provide emotional support. In the 
context of Addis Ababa, as described above, I observed that the blessings comforted Dawit. 
4.2.4.2. Prayer as Encouraging Words 
I also was present when carers, family members and loved ones prayed for each other. 
Below is an example of how Miriam, a lady with end stage breast cancer, prayed for her 
family, described by her daughter in a conversation: 
‘‘Dear God... my children are sad and disturbed, I am disturbed too. But you are 
able’. She placed her hands on us and prayed for us. She is stronger than us. When 
she does things like this we are encouraged. But again we will feel disturbed. She 
helps us to put our faith in God.’              [Int: Ti] 
Miriam’s prayer for her children, according to her daughter, encouraged her siblings. The 
daughter, Tigist, saw her mother’s faith to be a source of strength even when, at times, she 
herself waivered. This type of discourse, blessing and prayer, were seen to cause an 
emotional reaction. In Dawit’s case (above), it made him smile and Miriam’s family was 
encouraged. This highlights the core value of providing mutual emotional support to loved 
ones, family members and carers, which has been shown to be foundational in the care of 
the dying culture. Murray et al. (2003) also found that prayer offered encouragement to 
patients and helped them feel valued. Danny and Alem, hospice workers, were seen to bless 
and sometimes pray for patients whilst in their homes. As already seen in 4.1.1.4., Danny 
also spoke to the family using words such as ‘it is in God’s hands’ to comfort and reassure 
families. 
 Hochschild (2012) examined how feelings have become commercialised in different 
workplaces and describes how the workforce uses the construct of ‘emotional labour’ to 
‘induce or suppress feeling in order to sustain the outward countenance that produces the 
proper state of mind in others’ (Hochschild 2012:7). She suggests that this concept also 
takes place in every day relationships, which she called ‘emotional work’. Emotional work 
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has a way of enhancing the status and well-being of others and, part of the way this is done 
is through deference. Hochschild defines deference as: 
‘more than the offering of cold respect, the formal bow of submission, the distant 
smile of politeness; it can also have a warm face and offer gestures small and large 
that show support for the well-being and status of others.’        (Hochschild 2012:168) 
I would suggest that, through the ‘verbal gesture’ of blessings and prayers, using a ‘religious 
script’ that is understood by the community (Seale 1998), the speaker is showing deference 
to the other person (deference was also employed by hospice staff when speaking to the 
family about terminal illness, see 4.1.2.). Their encouraging words, in turn, offer support and 
improve the sense of emotional well-being to the other person involved. The words used can 
be offered to the loved one for emotional support where there is little else in the form of 
drugs and medical care (Murray et al. 2003). 
4.2.4.3. Encouraging Words of Accompaniment 
In addition to blessing and prayers, another style of encouraging words was used which 
emphasised the sense of ‘we are in this together’. This is illustrated in the two extracts 
below: 
Alem encouraged the sisters who had been caring for Amarech, who had died. She 
spoke to the sisters using the words ‘be strong, it’s ok, we are with you’. Then she 
said, ‘May God bless you’. Alem then got up to leave.    [HV: Am-1]                                                                                                            
Fitzum said to his wife, ‘We are here with you, don’t be frightened’. With this his wife 
seemed to relax and even smiled.                                                                 [HV: Sa-2] 
In the first extract from my field notes, Alem (the director of the hospice) is encouraging two 
sisters who cared for their mother, Amarech, who has died of breast cancer. Alem had come 
to the ‘luxo’, or bereavement visit, to spend time with Amarech’s children. She is using 
encouraging words to demonstrate that they are not alone in the situation. Firstly, she 
exhorts them to keep strong; secondly, she reminds them of her presence and finally, she 
blesses them. The phrase translated ‘we are with you’ has various meanings in Amharic; 
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firstly, it has the idea of accompaniment ‘with you’. But it also can be translated as ‘be 
courageous’, ‘don’t give up’, ‘persevere’, all strong expressions of encouragement. 
In the second extract, Fitzum uses the same phrase to his wife and also tells her not to be 
frightened. It is interesting to note that Fitzum’s words of encouragement cause an emotional 
response in his wife, as she smiles and appears to be more relaxed.  
As seen previously with blessing and prayer, encouraging words emphasising the idea of 
‘being there’ also create an increased sense of emotional wellbeing to the hearer, thus 
demonstrating their importance as a form of discourse in the care of the dying culture. 
Having examined how hospice staff and family members talk about caring and encouraging 
the dying person, I will now go on to discuss how the community talks about death. 
4.2.5. ‘What They Say’: ‘Good Death’ Sayings 
Whilst talking to family members and their loved ones, there was some discussion, through 
the use of sayings, to illustrate what was perceived about timing, type and place of a good 
death. There has been a large amount of research considering what a good death is. Walter 
(1994) argues that there are three types of death: traditional, modern and neo-modern. He 
comments: 
‘Traditionally, the good death is an opportunity to say farewell to one’s family and a 
preparation to meet one’s Maker. In the modern era, death should be quick, 
unconscious or at least painless.’         (Walter 1994:59) 
Below are sayings that carers used to describe a good death: 
‘They say to their children ‘when I die, bring my body to my land’ the people prefer 
that’.                                                                                                                 [Int: Da]                       
 ‘You know especially in the rural area...they say it is good to die in the rest time. A 
good death is especially during the harvest time. If people die during ‘krempt’...during 
the rainy season...people give meaning to that...they say ‘he was not a good person’. 
If they die in January, February, March that is a good time for them, it is the rest time. 
The family will have a problem to serve the guests when it is ‘krempt’ [rainy season]. 
People have to come from far. It is difficult for them - that’s why they say, if you die in 
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‘krempt’ you are a bad person. But I don’t think it is true...in my mind it is not true’.
                           [Int: Jo]  
The first saying, ‘When I die bring my body to my land’, indicates the importance of being 
buried where the person has lived. I found that this had two possible interpretations. Firstly, it 
involved bringing the person’s body back to where the family land was. Secondly, it 
compromised of coming back from another country to die in Ethiopia. This was illustrated in 
the following field note: 
I had been talking to some friends last night and they told me about a friend of theirs 
who had been killed suddenly in a car accident that afternoon. The woman who died 
was married and had four children. My friend, on hearing the news, went straight 
around to visit the family and she told me that the community was already arranging 
cars to transport the family and the body back to Awassa [south of Addis Ababa], 
where she would be buried at the church.          [FN: 2-17] 
The woman who died in the car accident had been living in Addis Ababa all her adult life. 
Her husband and four children all lived in the city. However, as soon as possible, her 
immediate family was arranging for her body to be brought back to her land. So it could be 
argued that something of what is considered a ‘good death’ in this culture is related to the 
saying, ‘when I die, bring my body to my land’. Walter (1994:185) states that traditional death 
is ‘based in the community and discussed in the language of religion’. In the above field 
note, the community is supporting the family in getting the body to the ‘right’ place as soon 
as possible so that she can be buried at the church. 
The other idea behind the saying ‘When I die, bring my body to my land’, is to come back to 
die in Ethiopia. This was highlighted in a discussion with Jonas, a pastor: 
‘It is better to die in your home country that is the main interest. Also the culture, 
especially if you are in a foreign country they do not have this type of culture... that is 
why people prefer to die in your home country.’                                                 [Int: Jo] 
Here, Jonas is describing the importance of returning to die in Ethiopia. There is a large 
Ethiopian Diaspora, with the largest number of Ethiopians living in the United States of 
America. However, the Diaspora were found to come back to die in Ethiopia. Jonas’ 
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comment, that a foreign country does not have ‘this type of culture’, is referring to the fact 
that Ethiopia is a society where burial and grieving rituals are important and, according to 
him, are not found in a foreign country.  
This is illustrated in the continued conversation with Jonas: 
‘When I die my family takes my clothes... not to wear... at the luxo time. They use like 
as a photograph... they can hold it... they can see it. To make the people cry more.’      
 [Int: Jo] 
Here Jonas is talking about a ritual that occurs in the countryside, where family members 
take the dead person’s clothes and use them to help them grieve for their loved one. Jonas 
explained to me that not everyone has photographs of their loved ones (especially those 
living in the countryside), so clothes are used as a reminder. Grief is socially patterned by a 
‘luxo’; a luxo is a ritual where family members, friends and community come together and sit, 
eat, talk and pray about the one who has died; here people are expected to cry. The use of 
‘luxos’ was found to be used in all main religious affiliations, namely Ethiopian Orthodox 
Christian, Protestant Christian and Muslim groups. The word ‘luxo’ comes from the verb ‘to 
cry’ in Amharic. Luxos, using clothes and spending time together were all found to be 
integral parts to grieving rituals, highlighting traditional death (Walter 1994) and the 
underlying importance of the saying, ‘when I die bring my body to my land’. 
The second saying highlighted in this section was: 
‘You know especially in the rural area...they say it is good to die in the rest time. A 
good death is especially during the harvest time. If people die during ‘krempt’...during 
the rainy season...people give meaning to that...they say “he was not a good person”’   
[Int: Jo] 
This extract demonstrates a saying that suggests that there is a good time to die. In Ethiopia, 
85% of people live in a rural setting (WHO 2009) and, as shown by the previous saying, 
there is a tendency for people to want to be buried ‘on their land’. Therefore, the timing of 
death was found to be important, as many people are farmers. Agriculture is the basis of 
Ethiopia’s economy (Wright et al. 2006), so fitting in to the farming schedule was seen to be 
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important. Harvest time, after all the crops are gathered in, allows the farmers to rest. The 
family members would be present after helping with crops; so, if death occurs at this time, it 
is easier for people to be there for the funeral and subsequent ‘luxo’. If someone dies during 
‘krempt’, the rainy season, it is more difficult, as the strong rains make it much harder for 
people to travel to the countryside to attend. This is the practical side of the saying 
explained. However, there is a connotation that dying during ‘krempt’ means you are a bad 
person. This metaphorical construct above highlights Lakoff and Johnson’s (2003:153) 
argument that metaphor ‘is primarily a matter of thought and action and illustrates how 
people perceive the world’. Nevertheless, it could be argued that, dying during a time where 
it is more difficult for the family to bury the person and organise the funeral rituals, is thought 
by the community as wrong. Therefore, the dead person is seen as ‘bad’. 
Whilst talking to people about death, I found other sayings being used extensively. This is 
illustrated in conversation with Dr Benium: 
‘Well traditionally a good death is what people say ‘is a death of a saint’. That’s what 
they say ‘death of a saint’...sudden death. They say this guy is a saint. So suffering is 
understood and seen to be as a result of sin or something. So people always pray 
make my death ‘beautiful’ ...something like that. Make my death pretty. Death of a 
saint, sudden death these are the concepts. So people are aware...’            [Int: Dr B] 
The previous sayings considered the place and timing of death. However, these two sayings, 
however mentioned in the above data, describe the type of death. The first saying Dr 
Benium uses is ‘a death of a saint’. Here he suggests that this phrase is synonymous with a 
sudden, quick death and that it is this type of death that is preferable, this is also seen in the 
literature to be an important part of a good death in the West (Walter 1994). Sudden death 
also links to another study by Glaser and Strauss (1968), which looked at different ‘patterns’ 
of dying, or the concept of dying trajectories. One of the ‘patterns’ they describe is that of 
‘abrupt and sudden death’, where someone who has been well suddenly dies; this is the 
type of death Dr Benium is describing. This is in comparison to both expected death and 
entry and re-entry deaths, where people linger before dying (Glaser and Strauss 1968). The 
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idea of a protracted death where suffering occurs, according to Dr Benium, is linked to 
people’s perception of sin. This highlights traditional death, where death is discussed in 
religious terms (Walter 1994). Seale (1998) identifies the idea of a ‘cultural script’, or a way 
to die well, which varies according to country and culture. One of the four main ‘cultural 
scripts’ identified by Seale (1998) is the ‘religious script’, where religion becomes the guiding 
rule for death, as illustrated in Dr Benium’s conversation.  
The concept of having a death where there is no suffering is epitomised in the second 
saying, ‘Make my death pretty’. In his conversation, Dr Benium suggests that this idea is 
more than a mere saying; it is something that people pray, thus signifying its importance and 
again that it is synonymous with a quick or sudden death. The death is perceived as ‘pretty’ 
as it involves no suffering and is not protracted, similar to that of the ‘death of a saint’.   
To conclude, the various sayings used in conversation with hospice staff, carers and family, 
address concepts of place, timing and type of good death, illustrating their importance. 
Furthermore, the sayings provide a detailed picture of meaningful concepts and ideas 
regarding death in the culture observed, such as the medical sudden death and the death of 
a saint or pretty death. This theme has considered how carers, family members and loved 
ones talk to each other. Firstly, the discourse of Sick...Very Sick highlighted the way the term 
‘sick’ was used to describe a person’s status, but was also used in order not to discuss 
diagnosis or prognosis openly because of a culture of closed awareness (Glaser and 
Strauss 2005). This, in turn, demonstrated the important construct of ‘wax and gold’ and its 
use in language (Levine 1965). Secondly, the use of Amharic language in the form of 
proverbs was examined with regards to the burden of caring. The use of encouraging words 
was also demonstrated along with the importance of their emotional effect. It was found that 
encouraging words offered support through a religious script (Seale 1998), which included 
showing deference as a part of emotional work (Hochschild 2012). Finally, how the 
community talked about death was examined and it was found that deep seated cultural 
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values were evidenced in the sayings used which described concepts that govern everyday 
life (Lakoff and Johnson 2003). 
The first two themes of this chapter, ‘Not Wanting to Upset’ and ‘Sick…Very Sick’, have 
detailed the way people talk or the verbal conduct found in this focused ethnography 
(Knoblauch 2005). It has shown how family members, hospice staff and patients talk about 
terminal illness. The next two themes will discuss the observed visual conduct, or what 
people did as they cared for their dying (Knoblauch 2005), as recorded in field notes and 
interviews. The next theme, ‘A Stopping of Everything’, discusses the impact on the family 
and community as they care for their dying.  
4.3. A Stopping of Everything 
 
This theme will present how family members’ lives change as they care for their dying loved 
ones. It will firstly consider how looking after their relative involves sacrificing other family 
relationships. It will then go on to discuss the impact to family carers personally, as they give 
of themselves to ‘accompany’ their dying loved one. It will then proceed to discuss the 
financial and employment sacrifices family members make in order to care for their dying 
loved one.  
When family members in this study described what was involved in caring, the following 
definition became apparent: ‘A stopping of everything, because of my mother [Int: Ra]. ‘A 
hidden burden’ [Int: Dr B]. I would suggest that this definition is linked to the concept of 
sacrifice. Sacrifice is a word that can be found in different contexts, for example, religious or 
animal sacrifice. However, it can also be used to describe a concept of care (Aga et al. 
2009). Florczak (2004) describes the process of sacrifice in caring: 
‘as individuals relinquishing something cherished, they anticipate creating or 
 strengthening bonds with significant others.’                                 (Florczak 2004: 195)                                                              
This definition, Aga et al. (2009) suggest, describes the paradox involved with sacrifice in 
caring: the giving up or relinquishing of something in expectation of something more 
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meaningful. This is echoed in the first part of the definition from the family carer above, as 
she ‘stops everything’ (relinquishes), she does this in order to care for her mother 
(strengthening her bond with her significant other), thereby demonstrating sacrifice in care. 
Interestingly, Aga et al. (2009) found, in their study of family caregivers of persons living with 
HIV/AIDS in Addis Ababa, that sacrifice was a key concept of care in sustaining their loved 
ones and preserving their familial bond. 
It is significant that Dr Benium (a medical practitioner with an interest in care of the dying) 
describes caring for dying loved ones as ‘a hidden burden’, inferring that it is not obvious to 
outsiders. It could be argued that the ‘stopping of everything’ is an expected part of the 
culture.  
I repeatedly observed the phenomenon of sacrifice, or ‘stopping of everything’, amongst 
Ethiopian carers as they relinquished other family relations and finance in order to 
strengthen their relationships with the loved ones in their care. Having established the 
importance of sacrifice, I will proceed to name the sacrifices made by carers observed in this 
study. 
4.3.1.  ‘It Affects my Family…my Marriage’  
One of the primary ways family and carers were seen to be ‘relinquishing things cherished’ 
(Florczak 2004:195) was in relationships. As they cared for their sick loved ones, other 
important relationships in their lives were surrendered or took second place for the sake of 
the caring relationship. In part one of this chapter, Miriam’s situation was discussed. Miriam 
is a widow with six children, who had breast cancer with spine and brain metastases. Tigist, 
her daughter, describes what caring for her mother involved for herself and for her own 
family. Tigist is married and has a five year old son: 
‘What is difficult for me is as I told you I was working. My son will go to school in 
September, psychologically I want to care for him. I stopped my job to take care of 
my son and then my Mum got sick.... I was thinking I could spend time with my son 
and then go to work, but then my mother’s condition didn’t allow me to do that.... Also 
as I told you the purpose for me to go part-time before was so that I could care for my 
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son. I want to manage his behaviour, tell him to ‘stop’ or to bring something, he 
knows nothing. I want to show him that, but I haven’t been able to do that properly’.   
 [Int: Ti] 
Here Tigist describes how her son is about to go to school and she had taken time off to 
prepare him for school. Though this may seem rather strange, preparing children for school 
is a huge transition culturally. In Ethiopian families, traditionally young children are treated 
leniently and are indulged; yet, as they become older (around school age) the parents 
become authoritarian (Levine 1965, Abesha 2012). Tigist’s son is at this transitional age, 
requiring his mother’s guidance in getting him ready for school. Due to her mother’s illness, 
Tigist had to relinquish this intimate nurturing relationship with her son. Conversely, her son 
also has to relinquish his own mother, for the sake of his grandmother, thus demonstrating 
the importance of respecting and caring for the older people in this culture. 
Tigist also talks about her relationship with her husband: 
‘Even with my husband, our relationship has suffered... Sometimes midnight or 1am 
we will have dinner. In the morning it’s a rush, I give my husband breakfast and then I 
tell him to leave, so I can go to my mother’s...It affects my family, my marriage. 
Sometimes my husband feels sad... but it’s hard for him. He sometimes wants to talk 
about how things are... but she is my Mum.’              [Int: Ti] 
Not only does Tigist have to relinquish her relationship with her son, she also has to manage 
her relationship with her husband. Tigist is sufficiently self-aware to see the impact it has on 
her husband and that he is sometimes ‘sad’ and that ‘it is hard for him’ and even that he 
would ‘like to talk about it’. She, in essence, is blocking the dialogue he wants to have for the 
sake of the bond with her mother. Moreover, Tigist is prioritising her mother over her 
husband’s wellbeing. Building on from the idea of managing emotions, which was highlighted 
in ‘Not Wanting to Upset’, see 4.1., Tigist is seen here to suppress and induce feelings that 
produce the sense of caring for her mother. This is known as emotional labour when used in 
a commercial setting, but is known as emotional work in a private one (Hochschild 2012). 
The husband, like the son, also has to reciprocate in relinquishing the relationship with his 
wife, despite the cost stated.     
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At the end of this conversation, Tigist explains her reason for this sacrifice or ‘stopping of 
everything’: the bond she desires to strengthen. She sacrifices her relationships in her 
immediate family ‘because she is my Mum’. This conversation highlights that the process of 
sacrifice involves the struggle of placing value on the thing being relinquished and deciding 
whether it is worth it for the desired results, in this case, the relationship with the dying 
mother and being available to care. 
Patients themselves were also observed sacrificing relationships. In Ethiopia, the two most 
prevalent cancers are cervix and breast; thus, Ethiopian women make up a large proportion 
of the 120,500 cases seen at the only national cancer centre at the Black Lion Hospital in 
Addis Ababa each year (ECA 2011). As in the UK, Ethiopian women are the predominant 
caregivers (Aga et al. 2009) so, when they become ill themselves, they have to change from 
caregiver to care recipient. Moulu is a widow with three children and has cervical cancer. I 
visited her at home with Danny, the hospice worker, and Alem, the Director of the Hospice. 
Below are field notes from the first visit: 
A man came in and seemed a bit disturbed. He asked the staff, ‘Where are you 
from? Are you doctors?’ Moulu’s daughter reassured the man that the hospice staff 
was here to help. Moulu then explained, ‘The man who just came in is my son. In the 
past he was a medical student, he nearly finished his training but he had a 
breakdown and has been diagnosed with schizophrenia’...Moulu’s son kept trying to 
come back into the room. Moulu’s daughter told him, ‘Not now’ and he went back out.    
                                                                                                                      [HV: Mo-1] 
In this family, Moulu, who has been the long-time carer for her son, is now unable to care for 
him in the way she did before because of her cancer. Being a widow, she had been his 
significant support. Now her other two children, who are married, are more involved in caring 
for their brother. Thus, Moulu has had to relinquish her caring role of her son, due to her 
deteriorating health, and embrace the role her children have taken of being their brother’s 
new carers. It is significant that it is Moulu’s daughter, now her brother’s main carer, who 
tells her brother ‘not now’, thus showing she is protecting Moulu. Thereby she embraces the 
caring role of both her mother as well as her brother.  
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The sacrificing, or ‘stopping’, of other family relationships was observed amongst carers and 
patients for the strengthening of a bond with a significant other. Family members 
predominantly focused on their dying loved one in order to be available to provide physical 
and emotional care. The next subtheme will continue to show the extent of this sacrifice. 
4.3.2.  ‘I Do Everything’ 
Sacrifice has been observed through relationships, yet it is epitomised in the way carers 
‘sacrifice themselves’. Family members embraced the position of carer to such an extent that 
they sacrifice self, giving priority to looking after their loved one, rather than themselves 
(Helin and Lindström 2003 and Aga et al. 2009). This finding is not unusual in end of life care 
situations worldwide and the cost to the carer has been extensively researched in the 
developed world (Grande et al. 2009). However, these findings offer insight into the cost to 
family members caring for their dying loved ones in this end of life care setting. 
Here, in the following extracts, carers talk about how sacrificing self affects them. Firstly, 
Rahel expresses how she perceives caring for her sister, who has cervical cancer and HIV. 
‘If my sister is sick, I won’t ignore her, I will be with her and take care of her… there is 
no other care like this...it takes everything.’            [Int: Ra]                                                                                        
Rahel acknowledges her sister’s need of care and that she is fully engaged in it. She 
describes that caring for her sister ‘takes everything’.  
 
This is corroborated by Tigist; she describes caring for her mother in the following way: 
‘I do everything... It affects everything.’                [Int: Ti] 
Both Rahel and Tigist express that the care they provide ‘takes everything’, that they give of 
themselves to provide the care for their loved ones. It is noteworthy that the majority of 
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carers observed were female, usually the daughter of the person being cared for; 
nevertheless, the hospice worker, Danny was male. 
Dr Benium (see 4.1.2.3.) is a medical practitioner with a special interest in care of the dying. 
He describes his own experience: 
‘Really for a long period in my career I have not been involved in helping the people; 
it is the relatives that do everything. Personally, I came to realise the burden on 
patients and family when I myself as a human being was confronted with dying; 
particularly my father...that was really the time I sensed people suffered...when I had 
to deal with my own family I realised the home level and saw the big suffering and 
not just the patients themselves.’        [Int: Dr B] 
Dr Benium talks firstly as a medical practitioner and then as a son. As a doctor, he was not 
actively involved in care; patients would visit him at the clinic and that would be as far as the 
relationship went. It is extremely significant that, as he speaks as a doctor, he uses the same 
words as Tigist and Rahel above, ‘the relatives they do everything’. From his position as a 
doctor, he sees the self-sacrifice of family members. However, when caring for his own 
father, he sees the experience through a different lens and ‘he sensed the suffering’. He also 
recognises the ‘big suffering’, not only the suffering of his father, but the suffering of being a 
carer. Helin and Lindström (2003:425) suggest that sacrifice gives ‘the struggle of suffering 
its face, its gestures and motions’. This appears to be something of Dr Benium’s experience 
as he clearly has empathy through both professional and personal experience. 
The perception of carers’ self-sacrifice was also voiced by patients. Below is an extract from 
my field notes from a conversation with Merht dying from cervical cancer and AIDS. 
‘They are good to me...I don’t just have cancer, I have HIV as well. Even though they 
were afraid they care for me with love.’                                                         [HV: Me-1] 
Merht was diagnosed with HIV eight years ago and subsequently with cervical cancer. When 
I visited her, she was very close to death. Her family had been very nervous about nursing 
her as they were concerned about her HIV status and, at the beginning, were concerned that 
they would be at risk. Merht said her mother ‘didn’t always trust the gloves...’ [HV: Me-1]. 
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Nevertheless, her mother and sisters cared for her ‘with love’. Merht’s mother, despite her 
fear of her daughter’s HIV status, chose to care for her and through this Merht felt ‘loved’. 
The above extracts show the cost to family carers as it ‘takes everything’ and ‘affects 
everything’ as they ‘do everything’ in order to provide care for their dying loved ones. By this 
self-sacrifice, carers are available to be there for their dying loved ones, to support and 
accompany them at the end of their lives. I will now go on to discuss the financial sacrifices 
made by the family in order to provide care. 
4.3.3. Providing Money for the ‘Best Care’ 
Before illustrating in detail how families provide money for treatment, it is fundamental to 
understand, firstly, how money is talked about and used in Ethiopian culture and, secondly, 
what medical care is available in the country. When meeting someone for the first time or 
merely as a casual acquaintance, it is common practice to ask someone how much they 
earn. In general conversation, what people have spent on purchased items and services are 
freely debated and are culturally acceptable, unlike UK society (Howard 2009). Because 
Ethiopian culture is collectivist in nature, financial support by the community is a norm. In 
each local community, there are groups known as ‘idirs’. These are community-based 
organisations that are self-supporting and offer their members care during illness and death. 
Stuer et al. (2012) suggest they are an important part of the social fabric of Ethiopian 
society. If someone is in need, it is the cultural norm for the family, and then the wider 
community, to support them, as financially able. 
With regards to medical care, Ethiopia is one of the least developed countries in sub-
Saharan Africa. Compared to Kenya’s healthcare system, its infrastructure and personnel 
are about a third of that in Ethiopia, although it has double the population (Wamai 2009). As 
there is neither a state welfare system nor any financial support for care, ultimately, the cost 
lies with patient and family. Because of the dearth of quality services, ‘doctor shopping’ was 
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seen to be a regular occurrence [Int: Dr B, HV: Pa-1] and often patients and their families 
were encouraged by medical staff to look overseas for better care. 
4.3.3.1.  ‘People Think Outside Is Better’ 
I heard discussions had by family members and hospice staff as they talked about providing 
the best care for their loved ones. Money appeared to be provided by family members for 
medical bills both by those living in the country and by those living overseas. An example of 
how money was given sacrificially by the family can be seen in the life of Paul. Paul was a 
26 year old graduate who had colon and anal cancer. He lived with his mother, father and 
grandparents. I visited Paul at his home and also met him at the hospice, where he stayed 
for a few days for symptom control. On Paul’s subsequent death, I also went to his luxo 
(bereavement ritual). I spent a total of five hours with Paul and his family. During Paul’s luxo, 
his mother talked about the financial support that had been given by the family. She started 
to tell the story of Paul’s last days. Paul had left the hospice because he wanted an 
endoscopy. Although the staff had told him it was pointless, he still wanted to have it done. 
His mother said, ‘I didn’t want to let him down’. Paul had died at home several days 
later. Paul’s mum said that, ‘Paul had had 3 years of grace and now he was not 
suffering anymore.’ Paul’s Mum said they had spent over 100,000 birr in treatment 
for Paul [over £3,500]. He had gone to India for a palliative colostomy. [I discussed 
this with the hospice staff in the car later and I asked, ‘Don’t they do colostomies in 
Ethiopia?’ The answer was affirmative; a surgeon in Ethiopia had offered to do one. 
But Danny had said, ‘people think that outside is better... you are seen to be doing 
something’. So, Paul had gone to India for an operation that could have been 
performed more cheaply in Ethiopia].      [HV: Pa-2] 
In Paul’s situation, he was at the end of his life and yet he wanted to have an endoscopy. It 
is interesting to note, that his mother ‘didn’t want to let him down’. In the above extract, 
Paul’s mother simultaneously wants to avoid unnecessary treatment and emotionally protect 
him by not wanting to let him down. At the same time, she ‘relinquishes’ money for his care, 
thus sacrificing and attempting to strengthen the bond with her son. The money was given, 
although it was against the advice of the hospice staff and was deemed ‘pointless’. It could 
also be argued that Paul’s mother, by not wanting to let her son, down is also doing 
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‘emotional work’ (Hochschild 2012) as she emotionally protects and sacrifices for her son 
despite her own personal concern. Paul’s mother’s dilemma potentially illustrates the 
downside of non- disclosure. As Paul is not completely aware of his prognosis, he continues 
to want treatment, at a cost to his family, despite the seriousness of his condition. 
Paul’s mother discusses the total cost of his treatment, which is a huge sum of money over 
£3,500/100,000 Ethiopian birr). According to recent figures, the daily average wage of an 
unskilled labourer is one American dollar a day (about 18 Ethiopian birr). An average 
monthly salary of a new graduate is approximately 1,640 Ethiopian birr a month (Ethiopian 
Embassy 2012). This money was provided by the immediate family, carers and friends and it 
would not be expected to be paid back; it was given as a corporate sacrifice for the care of 
Paul. 
Paul’s mother goes on to discuss how he had a palliative colostomy in India. I found Danny’s 
(hospice worker) comment insightful: ‘people think that outside is better’. As mentioned 
above, because of the lack of medical resources and personnel, I noticed that sometimes 
there appeared to be a lack of trust and confidence in the medical staff. One patient (who 
had been overseas) said:  
‘The German doctors were polite, they shake hands, and they make sure you’re ok... 
not like our doctors.’                                                                                      [HV: Mo-1] 
This is an interesting criticism of local doctors; there is an inference by the above statement 
that their manners or personal bedside manner is not as good as doctors from ‘outside’ This 
perception may have been the reason why Paul’s family and friends sacrificed financially to 
take him to India for the colostomy, even though he could have had the operation done in a 
hospital in Addis Ababa. 
Danny also commented, when discussing Paul’s situation, in regard to family members 
seeking medical care overseas, that they were ‘being seen to do something’. This is also an 
insight into the community. From field notes, when family and friends visit the sick, the 
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discussion revolves openly around what is being done for the patient and which doctors 
have been consulted.  The visitors would often suggest and freely recommend which doctors 
they think are important to visit. For example, ‘have you been to --- clinic, have you seen Dr--
-’ [FN: 2-37]. It is an important perception of care that the patient’s family be seen to be 
‘doing something’ by the surrounding community. As already highlighted above, the best 
form of care is deemed to be overseas, thus demonstrating how providing money by family 
and friends in a sacrificial way is an important demonstration of care, not only to the patient, 
but to the larger community in order to provide the best quality curative care. 
4.3.3.2.  ‘Now There Is No Money Left’ 
The financial obligation of carers was observed as not being limited to the family living in 
Ethiopia, but also to other family members living overseas. This is exemplified by Moulu, 
who went to Germany to undergo brachytherapy and chemotherapy. Brachytherapy is ‘a 
type of internal radiotherapy, which involves putting a solid radioactive material close to, or 
inside, the tumour’ (Macmillan 2013). Whilst visiting her at home following her return, her 
daughter talks about her mother’s care: 
‘Yes... it has been very expensive... as a family they had all contributed but now there 
was no money left.’                                                                                       [HV: Mo-1] 
Here Moulu’s daughter explains how the family had given money; this included family from 
Ethiopia and also family members in Germany, therefore demonstrating the sacrifice by the 
German relatives to help Moulu. The family together raised enough money for Moulu and her 
daughter to travel to Germany and for her to receive care, thus demonstrating collective 
responsibility (Conway 2011). The collectivist family unit is a very powerful structure as it 
offers mutual support and care. There is a large Ethiopian Diaspora in the West and in the 
wealthier countries in the Middle East whose ‘duty’ it is to send money back to their families 
to support them (Wolday 2014). This investment is not only encouraged and expected by the 
family, but also by the government (Ethiopian Embassy 2011b). 
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However, Moulu’s family are now left in penury as ‘there is no money left’. This is the 
negative outcome of providing money for expensive ‘outside’ care. I observed the hospice 
staff trying to help navigate the family as they considered ‘outside care’. An example of this 
is from field notes taken during a visit to Saga, who has colon and bladder cancer: 
Suddenly Frey stood up and handed Danny a piece of paper. Danny studied the 
paper and showed it to me. It was from a private hospital in Addis Ababa and it was 
an estimate for Saga to go to India to have surgery and then have chemotherapy and 
radiotherapy. The cost was over $11,000. Frey said, ‘The doctor said that if she goes 
and has surgery and treatment, she will be cured’. Sitting close to Danny I could see 
his concern in how to answer this question. He gently said, ‘looking at the results and 
the scans here, this is something I would not recommend. I have seen this happen to 
many patients before, when people are given false hope. I had a patient recently 
where the family mortgaged the house, sold the car, and three weeks later he died. 
The family was left with so much debt. I would encourage you not to consider this’.  
[HV: Sa-1]                                                                                               
This was the first visit to Saga, and it was apparent that she was at the end stage of her 
cancer. According to Danny, it was inappropriate for the family to consider travel for 
treatment for Saga at this stage. Saga’s family had already paid for a private hospital in 
Addis Ababa and were now contemplating care overseas, which would have affected the 
family’s financial situation. Frey asks Danny his opinion about going to India. Danny, using 
‘tactful communication’ (Doumit and Abu-Saad 2008), encourages the family not to pay for 
the outside treatment. He does this in two ways. Firstly, by using Saga’s scan results, he 
suggests that the treatment was not suitable. Secondly, he tells the story of another patient 
and his family who ended up in serious debt, losing all their assets to pay for healthcare. 
Danny uses the word ‘false hope’ to describe his previous patient’s situation. This is a term 
that is used in palliative care to describe the ethical tension when discussing treatment that 
is perceived as unsuitable or unrealistic (Garrard and Wrigley 2009). However, by using the 
indirect communication of storytelling, he is potentially demonstrating this to be Saga’s 
situation. He is also using the palliative care concept of ‘false hope’, as the private hospital in 
Addis Ababa had suggested what Danny deems as inappropriate treatment. As Danny 
appears to be respected and listened to by his patients and their families, Saga’s family end 
up heeding Danny’s advice and did not send Saga to India.    
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Both Moulu and Saga’s situations describe the way families can potentially give money 
sacrificially for curative treatment, but can end up in serious financial difficulty. It also 
demonstrates how hospice staff are able to offer support to families as they make decisions 
regarding appropriate care for their loved ones. Furthermore, it also shows the cultural 
importance of providing the ‘best care’ possible for the dying person.  
4.3.4.  ‘I Stopped Work’ 
Building on the idea of how family members gave money sacrificially for healthcare for their 
loved one, I will now discuss how family members sacrificed money in another way, by 
giving up paid employment and education in order to care for their dying loved one.  
Tigist (see 4.1.3.3.) became the main carer for her mother; she describes her own personal 
situation: 
‘So when I first stopped my work I thought I could do part-time...  but then my 
mother’s condition didn’t allow me to do that. So my monthly income has decreased. 
It’s caused some problems. My husband has some income, because of that I am not 
very worried. But it disturbs me a bit.’                [Int: Ti]                                                                                               
In the above extract, Tigist illustrates her reason for ‘relinquishing’ or sacrificing work 
because of her mother’s condition, and the financial implications for her immediate family 
and the concerns she has. She wanted to work part-time, yet because of her mother’s 
deteriorating condition, she ended up giving up, or sacrificing, ‘work’ completely to be her 
main carer. This sacrifice has an impact not only on her, but on her husband, as he is now 
the main source of income for the immediate family and, as Tigist describes, ‘it disturbs me a 
bit’. Tigist illustrates the assigning of value to what she was relinquishing, and the struggle 
and cost involved. 
James (1992) identifies care by the following formula ‘Care = organisation + physical labour 
+ emotional labour’. In the case of Tigist’s mother, Miriam, the organisation is her family and 
it is Tigist, and her other sisters to a lesser extent, who provide emotional and physical 
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labour, thus providing care for their mother. James (1992) also suggests that ‘care is an 
integral part of the intimacy of the family’. It could be argued that, as female family members 
sacrifice or relinquish work, at a cost, the desire is for intimacy or ‘strengthening of bonds’ 
(Florczak 2004), demonstrating the paradox of sacrifice. I also observed family members 
relinquishing unpaid work in the form of university studies. This can be exemplified in 
Selamawit’s family by her daughter Seuhai. 
Selamawit is married to Degum and they have three children. Selamawit has been 
diagnosed with colon cancer, has a colostomy and has poor pain control. Selamawit’s 
mother, Eyenalem, also lives with the family. I visited Selamawit and her family twice and 
spent nearly three hours with them in their home. The extract below is of Selamawit and 
Degum talking about their daughter, Seuhai: 
Degum: ‘It’s been hard. I was a Civil Servant and now I’m not working... I first got my 
salary and then half pay and then nothing’.  
Selamawit: ‘My husband was a soldier and now he is retired. Our daughter had a 
place at Mekele University11 to study engineering but when I got sick...she could not 
concentrate and came home’. 
Degum: ‘Yes...she couldn’t cope...she helps care for her mother... she has been 
home for three years. We thought about a transfer to Addis Ababa but it is not 
possible now’.                        [HV: Se-1]                                                                                                                  
Degum, as a retired soldier, cares for his wife by taking her to appointments and liaising with 
the hospice staff. However, it is Seuhai (his daughter) and Eyenalem (Selamawit’s mother) 
who appeared to provide the practical care for Selamawit. Selamawit and Degum’s 
conversation illustrates the double loss to them as a family. Firstly, there is the loss of 
Selamawit’s salary because of her cancer and, secondly, Seuhai’s inability to continue her 
academic studies. Selamawit suggests that her daughter ‘could not concentrate’ and Degum 
                                                          
11 Mekele is a city in the north of Ethiopia, over 780km from Addis Ababa. 
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intimates that she ‘couldn’t cope’. It appears from the parents’ point of view that Seuhai was 
unable emotionally to manage being away from home because of her mother’s illness.  
During the home visits, I observed Seuhai actively caring for her mother, bringing food and 
being taught by the hospice staff how to measure and give oral morphine [HV: Se-2]. She 
appeared to have taken on the role of her main carer. Seuhai, having relinquished her study 
in Mekele, is also now unable to study in her home city because of financial constraints; 
there is no money for her study. It is of note that higher education is extremely valued in 
Ethiopian culture by family and community (Aga et al. 2009), so Seuhai’s sacrifice, or 
‘stopping of everything’, was at a great cost as this potentially limits her future opportunities 
for employment, especially as a woman (Counsell 1999). Whether Seuhai’s reason for 
leaving her study was to do with her inability to cope with being away from her mother or 
duty to the family is not apparent and I did not have the opportunity to speak to Seuhai on 
her own. Nevertheless, in the above extract, Seuhai is providing both physical and emotional 
labour for her mother thus, according to James (1992), providing care. 
It is of note that the majority of family members who provided practical care were daughters 
and I would suggest that this was an observed cultural role for women. Gibson and Mace 
(2005) found that grandmothers and ‘women kin’ providing care for their daughters in rural 
Ethiopia improved child survival and growth. In Selamawit’s situation, she has both her 
daughter and her mother caring for her. Although Gibson and Mace’s (2005) study was 
looking at child survival, it does illustrate the importance of the cultural female support care 
network, as evidenced in this study. 
‘A Stopping of Everything’ describes the change in family members’ lives as they sacrifice 
family relationships, self, finance and employment to care for their dying loved ones. This 
sacrifice is made so that family members are able to be available to provide emotional and 
practical care for their loved ones. This will be discussed further in the following theme.  
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4.4. Care is all about Comfort 
 
This theme continues to explore visual conduct (Knoblauch 2005) by discussing how family 
members and hospice staff offer care to the dying person by providing comfort. This comfort 
was achieved through cleanliness, handling body fluids and smell, feeding and touch. As 
each of the subthemes is presented, I will examine the link between the provision of physical 
care and emotion. I will demonstrate how physical care and emotion are essential to 
comforting in the care of the dying.  
A family member, when describing the care she was providing for her dying loved one, 
described it as, ‘care is all about comfort…it’s all about comfort’ [Int: Ni]. Although there is no 
uniform definition of comfort, providing comfort is seen as an essential part of caring for the 
dying (Roche-Fay and Dowling 2009). Searle and McInerney (2008) found that ‘comfort’ was 
a common word nurses used to describe their principal aim in end of life care. In an interview 
with Danny, the hospice worker, he describes comfort care as: 
‘You are caring for the patient just to give him comfort. In order to keep his comfort 
you use drugs and other treatment, because you are not going to cure the patient. I 
just listen to the patient carefully, because I just listen with all my heart. So 
sometimes the story you listen to is sad, it is very sorrowful, but I try to make them 
happier. When I help the patient, this is my joy.’               [Int: Da]                                                                                                 
Danny’s definition of care describes both the physical and emotional aspects of providing 
care. Danny describes the care as not being curative because his patients are dying. In his 
description of care, there is an innate connection between the physical and emotional realm 
of providing comfort. He describes both the easing of physical symptoms and the easing of 
emotion, thus to ‘listen with all my heart’, to make the patient ‘happier’. Danny’s definition 
echoes something of how Ethiopians see health and happiness as central to wellbeing 
(Papadopoulos et al. 2004). The principle that happiness is paramount to care provision has 
already been discussed in regards to how family members ‘Don’t want to upset’ their loved 
ones (see 4.1.1.). Thus, this is a shared ethic of care and is also part of Danny’s practice, as 
he expresses that caring for patients brings him joy. This core value will be illustrated in 
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further detail as its link with physical care and comfort is established. The first priority found 
in providing comfort for the dying person was through cleanliness. 
4.4.1. The First Thing is to Make Everything Clean 
Cleanliness provides a setting to care given by the family. This subtheme will furthermore 
examine the importance and the priority of cleanliness and the way that it is used to help 
manage the dying person’s emotions. Finally, it will describe some of the problems faced by 
carers as they struggle with cleanliness as they seek to comfort their loved ones. 
During field work, I visited twenty-one homes with the hospice staff (see Chapter 3, figure 
11). These visits were between one and three and a half hours long. The visits were made in 
different areas of Addis Ababa. Some were to ‘kebele’ housing (kebele is Amharic for 
‘neighbourhood’ - this is a type of basic government housing) and others to new 
condominium buildings which are growing up over the city. The notable observation made 
was the cleanliness of the dwelling, despite the differences in setting. 
Describing a house in a kebele: 
The walls of the one-roomed house were made of mud and straw with a wooden 
door. The room was immaculately clean and tidy, despite a mud floor. The house 
was spartan - there were very few personal possessions on view. I could see there 
was no running water. Desta was lying on a makeshift bed made out of wood and 
covered with a ‘gabi’ [a warm cotton shawl/blanket].     [HV: De-1]                                       
Goffman (1990) describes how individuals in ordinary situations present themselves and 
how their activity as a kind of performance. He describes how some of the performance is to 
be observed by the public, known as ‘front’. However, there is also activity ‘back stage’ that 
is only seen by other actors and a privileged few. Goffman describes that, for a performance 
to take place, there needs to be a setting or scenery for the performance to be played out. 
Through the observation above, I would suggest that the setting or scenery the carers 
provided for their loved ones was one of cleanliness, which facilitated the performance of 
comfort because it allowed for loved ones to be cared for ‘front stage’ in front of an audience. 
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Goffman (1990) also suggests that a living room is a common setting for front stage and a 
bedroom would be used for backstage performance. However, in Ethiopia, it was observed 
that loved ones were cared for ‘front stage’ in the living room, thus to an audience. This 
audience was observed to consist of family, friends, religious leaders, local community and 
health professionals. During home visits, beds were often observed in the living area of the 
house and I saw how this allowed easy access for carers and the community to visit. It could 
be argued that this maybe a reason why the need for cleanliness is so important, so that 
family carers could provide a clean ‘front stage’ for the community to see the dying person, 
thus demonstrating the fact that they were good carers. This is illustrated by observations 
made whilst visiting Genet, a fifty-five year old lady with breast cancer and ascites. 
I noticed an extremely emaciated lady lying in bed with a huge belly. She had a ‘gabi’ 
[white cotton shawl] around her, her cheeks were all sunken in and she greeted us 
with a small voice. Also in the room were three other women visiting, one with a 
young baby. I sat on the sofa against the back wall of the room, which I noticed was 
pristine, even the carpet was covered with a clear plastic cover. At the other end of 
the room was a rope across the width of it, with a sheet spread across for a curtain. 
From where I was sitting, I could see behind the sheet to the kitchen area, where 
dirty pots were on the floor ready to be washed and vegetables were being prepared.  
 [HV: Ge] 
The above field note highlights how the living area is the central area or ‘front’, where 
neighbours visit and where the sick loved one can be found. This area was observed to be 
pristine, thus allowing the sick person to be seen by the community and her loved ones with 
suitable ‘scenery’ around her. In this case, glimpses of ‘back stage’ were observed from 
behind the sheet where ‘dirty work’ (Douglas 2002) such as food preparation and refuse was 
dealt with in the kitchen area. This illustrates that cleanliness provides the setting or scenery 
for the carer to show their comfort to their loved one. Having established that cleanliness 
provides a setting, I will now establish its significance and priority as a form emotional care. 
4.4.1.1.  ‘May God give me health…so that she won’t feel any sadness’ 
Below is part of a conversation with a carer, which typically describes how family members 
saw their situation: 
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‘May God give me health so that I can help her, so that her clothes won’t be dirty...so 
that she won’t feel any sadness.’                                                                      [Int: Ma]                                                                           
In the above excerpt, the carer is asking God to give her health so that she can care for her 
loved one in order that her sick relative will not feel sad. This statement demonstrates the 
importance of having clean clothes, showing that cleanliness is not limited to the fabric of the 
dwelling, as discussed previously, but also the clothes she wears. The carer further shows 
the intricate relationship between religion, cleanliness and emotion. Douglas (2002:44) 
suggests that only contemporary European culture sees ‘dirt avoidance’ as a matter of 
hygiene and not related to religion. However, in Addis Ababa, religion is an essential part of 
the fabric of its society (Levine 1965). Douglas (2002:197) states that ‘dirt offends against 
order’, and for order to be restored it needs to be cleaned. Furthermore, Douglas (2002) 
suggests that ‘order’ or cleanliness in many cultures is linked to blessing.  
The carer above describes how she wants to clean her loved one’s clothes so that ‘she won’t 
feel any sadness’, thus providing emotional protection against negative emotions. The carer 
articulates that her loved one’s cleanliness will protect her from sadness, thus allowing her to 
be comforted. The basic aspects of this comfort care were seen to involve providing a clean 
setting and opportunity for hygiene, including clean clothes.   
This is further identified by the hospice cook, when discussing the importance of cleanliness: 
‘I don’t want to make people sad…they have a disease; on top of that, this is a big 
responsibility. You don’t do these things for people. You do this for your God and for 
your conscience.’                     [Int: Be] 
Here, one of the hospice workers is also talking about cleaning as a form of care for the 
patient. She notably discusses the emotion of sadness, as in the first extract; she further 
comments that cleanliness is a responsibility which is done for God rather than people.  
‘Cleanliness avoids sadness’, according to Hochschild, is what can be termed as a ‘feeling 
rule’. Feeling rules are a ‘script or moral stance’ in a culture (Hochschild 2012:25). They are 
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‘social norms that tell us what to feel, when to feel, where to feel, how long to feel, and how 
strong our emotions can be’ (Hochschild 1979:3). Furthermore, they are ‘socially variable’ 
(Hochschild 2012:25). In this instance, both the carer and hospice worker demonstrate the 
link between uncleanliness and sadness. As they both care for dying people, they both make 
statements about ‘cleanliness avoids sadness’; thus demonstrating the importance of 
cleanliness in avoiding the emotion of sadness and providing comfort to their patients and, in 
some way, to God and their own conscience. Cleanliness was seen to create a setting for 
caring and comfort. This, linked with religion and emotional balance, established the feeling 
rule, ‘cleanliness avoids sadness’.  
4.4.1.2.  ‘The first thing…is to make everything clean and then the medicine’ 
Cleanliness was also seen as a care priority, as illustrated by Nigist, who is a carer: 
‘The first thing for the person is to make everything clean and then medicine... so if 
God gives me power and health and soap and water there is nothing that can’t be 
cleaned...’                     [Int: Ni] 
Here, Nigist demonstrates how cleanliness is a priority; it comes before medicine. One of the 
reasons that cleanliness takes precedence over medicine in this situation may be because 
medicine is not as easily available to patients dying in Ethiopia as in the West, due to finance 
and the availability of medicines. Even in the West, during the dying process, there comes a 
time when there is ‘nothing more to do’ (Glaser and Strauss 2005) and then the emphasis is 
put on comfort. This is also known in the West as ‘TLC’, or ‘tender loving care’ that is 
characterised by considerate and compassionate care and is the essence of caring 
engagement with the patient, especially during times of vulnerability, such as dying 
(Kendrick and Robinson 2002). However, in the example of Nigist, by using soap and water, 
she brings some kind of control, as everything can be cleaned, even if someone is dying. 
Cleanliness was also observed as a priority by loved ones or patients. This is demonstrated 
in the following conversation I had with Danzo, a woman with a huge facial tumour: 
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‘I was smelling and they cleaned me... [the staff from the hospice] they gave me soap 
for my body and soap for my clothes. They are helping me...’     
I went back and forth, back and forth, back and forth, to Black Lion Hospital. I don’t 
have money from anywhere...so I begged and people gave me money. After I 
begged, I went back and forth to Black Lion...’              [Int: Da] 
Danzo was having chemotherapy at Black Lion Hospital, the national cancer centre. She 
was begging in order to finance her chemotherapy treatment. The staff at the hospice 
provided her with soap and assisted by dressing her facial wound. Yet again, the priority of 
being clean is illustrated, as Danzo talks about being clean before discussing how she tries 
to get money for her treatment. It is noteworthy that Danzo is begging in order to finance her 
chemotherapy treatment. However, ‘being clean’ also costs, and if the hospice staff did not 
provide Danzo with soap and washing powder, she would need to beg further in order to 
purchase these items. 
The environment can easily be controlled, and cleaning provides comfort, as it provides not 
only physical but emotional care by ‘avoiding sadness’. One aspect that highlights the 
fundamental issues affecting families as they care for their dying is the fact that the carer 
asks God to provide ‘soap and water’ and the patient sees the provision of soap as ‘helping 
me’. These elements, which are required to achieve cleanliness, were observed not always 
to be available to carers and their loved ones and will be discussed further in the next 
section. 
4.4.1.3.  ‘We have a real problem with water’ 
Although cleanliness was found to be a priority in caring for loved ones, various problems 
were observed in providing it. In some houses, although the house was clean and tidy, thus, 
according to Goffman (1990) providing the ‘setting or scenery’ for care, there was a problem 
‘backstage’ with toilets. I observed an overt difference between the cleanliness of the living 
room and the toilet, if there was one. Some of the houses visited had no toilet, so multiple 
households had a shared toilet. According to IRIN (2010) nearly twenty-five per cent of 
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people living in Addis Ababa lack toilets and defecate at the back of the house, near the river 
or in a field. The problems with sanitation have an impact on keeping their loved ones clean. 
Consequently, how carers deal with body fluids will be discussed in the next sub-theme. 
The lack of water in some of the houses visited was another problem observed that had an 
impact on cleanliness. Whilst visiting a patient in one of the new condominium buildings, her 
husband described the situation: 
‘We have a real problem with water ... on Saturday it will be 2 weeks since we have 
had water. It costs 2 birr12 for a jerry can and it costs 10 birr for someone to carry it. 
Did you hear the rain last night? Everyone was running with containers to catch it.’                
                                                                                                                                   [HV: Se-1] 
The lack of water was a problem to this older carer, as his wife has colon cancer; she 
needed to wash herself three times a day to help avoid her discharge becoming offensive. 
However, because of the lack of water, the wife admitted, ‘sometimes I only managed twice 
because of the water’ [HV: Mo-1]. This illustrates that, although cleanliness was seen as a 
priority, it was not always possible to achieve it. As the carer above is an older person, it was 
necessary for someone to carry the water to the house, which costs five times more than the 
actual water. The visit to this family was during the rainy season so rainwater was available. 
Otherwise the situation would have been even more complicated. Nevertheless, despite all 
the setbacks, the carer supplied water to provide comfort for his wife. 
The hospice staff were not seen to be involved in washing patients in their homes; this was 
very much the role of the family member. However, staff did require water for dressings and 
to wash their hands when treating patients. Hospice staff did not carry water with them to the 
homes; it was provided by family members, typically via a water jug and a bowl.  
                                                          
12 Two birr is approximately seven pence in sterling; ten birr is thirty-five pence sterling 
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In summary, cleanliness was found to provide a setting and was seen as a priority to the 
core value of providing comfort, despite problems ‘backstage’ due to lack of toilets and 
water. Cleanliness was also demonstrated to be conceptually rooted in religion and emotion, 
illustrating ‘feeling rules’ (Hochschild 2012) for the carer and their loved one. 
4.4.2. Handling Body Fluids and Smell 
In this section, how body fluids and smell are dealt with by carers will be examined, using 
cervical cancer as an example. Furthermore, the way in which carers manage with limited 
resources will be demonstrated as they attempt to provide comfort for their loved ones. 
4.4.2.1. Body Fluids Associated with Cervical Cancer 
As patients were seen to deteriorate, I observed the need for carers to support their loved 
ones with bodily care as they became less independent. Care was observed not only with 
washing and toileting, but many of the patients and carers had to deal with body fluids such 
as blood, mucus, saliva and exudate as the cancer eroded their bodies. Lawton (2000) 
describes this situation as when the body becomes ‘unbounded’; the body is literally 
disintegrating due to disease. Lawton (2000) suggests that doctors, nurses and carers 
‘rebind’ the patients’ bodies through ‘catheters and dressings’ to make the situation more 
acceptable. Additionally, she suggests that hospice acts as ‘a mediator between the 
unbounded and bounded body’ (Lawton 2000:129). 
However, in Ethiopia the process of ‘rebinding’ appeared to be more complex due to various 
reasons, namely lack of resources such as staff and equipment, dressings and drugs, and 
therapies, such as radiotherapy. The problems associated with handling body fluids and 
smell is discussed in an interview by Dr Benium, an experienced doctor who has a special 
interest in care of the dying: 
‘Cervical cancer is very common in my general practice, they come bleeding, they 
come in pain, they come foul smelling and really the only thing we do at that time is 
give them codeine for the pain and send them back; nothing for the bleeding, nothing 
for the foul smell.’                         [Int: Dr B] 
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He describes the inability to offer anything to the patient with cervical cancer other than 
medication for pain. Cervical cancer is very common; according to the Ethiopian Cancer 
Association (2011), it is the most frequent cancer found in patients treated at Black Lion 
Hospital, the national cancer centre. The reason this cancer is so common is due to multiple 
problems. Firstly, there is there is a lack of information about the disease (Birhanu et al. 
2012) and a lack of screening, which in the West is the main way this cancer is detected and 
then subsequently treated. Secondly, there is a problem with treatment due to the lack of 
availability of radiotherapy. Thirdly, Human Papillomavirus (HPV) is endemic in Africa 
(Ntekim 2012); this virus is associated with causing cervical cancer and, therefore, is a huge 
problem in Ethiopia. By the time Ethiopian women seek medical help for presenting 
symptoms, their disease is already advanced. Therefore, as Dr Benium suggests, the 
women are in pain, bleeding and having problems with smelly discharge. Some patients with 
cervical cancer describe their situation: 
‘I have this most awful discharge down there, it is really smelly and offensive.’  
 [HV: Mo-1] 
‘The wound smelt so badly no one would come near me. It really smelt... it was a 
disgusting smell ... There was blood... it was bleeding, but it has stopped now.’      
                                                                                                                      [HV: Me-1]        
When I visited Moulu and Merht at their homes, I was aware of the offensive smell they 
describe above and, at times, found it difficult not to react to it.  Both women describe a 
discharge and both had a problem with odour and a disgusting smell. Merht describes the 
isolation she felt, as she states that, ‘no one would come near me’ due to the smell. Lawton 
(2000) suggests that smell creates a boundary around the sick person. Goffman (1990), 
using the concept of how people present themselves as a performance, would describe this 
situation with smell as a ‘performance discrepancy’ due to the fact that, although body fluids 
are attempted to be concealed from the audience, smell cannot be concealed, so showing 
the performance for what it is.  
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As previously mentioned in the methodology chapter, the hospice is a non-religious Non-
Governmental Organisation, with an Ethiopian Orthodox, Protestant Christian and Muslim 
staff. Merht (who comes from an Ethiopian Orthodox background) states that she also had to 
deal with bleeding, which is a common symptom of advanced cervical cancer (Birhanu 
2012).  Bleeding was observed to be a complex and intricate issue. If a woman is bleeding 
vaginally, she is unable to take communion in the Ethiopian Orthodox church as she is 
deemed to be unclean (Boylston 2012). In Islam, purification rituals are required before 
prayer, thus disqualifying worship to a woman who is bleeding (Douglas 2002). Although 
carers and their loved ones attempt to manage body fluids (discussed below), there are 
situations, such as Merht with her bleeding, where it appeared, according to the hospice 
staff, there was not a solution to the problem. Therefore, because the women are unable to 
worship, carers are unable to comfort their loved ones, thus causing isolation from the 
community by not being able to go to church or the mosque.  
Seeing Merht at the hospice, I wrote the following in my field notes: 
I came in to the room and went to greet Merht. I said hello and went to touch her 
shoulder, as I had done several times before, but this time she said to me sadly, ‘I’m 
dirty...I’m unclean...’ I felt that she didn’t want me to touch her. Later on, I found out 
that she was bleeding again.              [FN: 2-37]    
In the above example, Merht describes herself as being ‘dirty and unclean’. This depicts how 
strongly Merht felt about being unclean, as she did not want to be touched. It also shows 
how deep-rooted the concept of being clean or unclean was to her (Douglas 2002). 
Furthermore, it appears to have an effect on her emotional state, as she appears to be ‘sad’. 
This was evident by the way she did not smile when she greeted me, even though she had 
on previous occasions. Furthermore, she did not want to be touched (to touch someone you 
know in greeting is a cultural norm). 
Merht had problems with the smell of her discharge and with bleeding, therefore creating 
both isolation from the community by not being able to worship and causing her to feel sad. 
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Later, at the hospice, when she is bleeding again, she further isolates herself from touch. 
Conversely, this situation affirms the ‘feeling rule’ (Hochschild 2012) established, that 
‘cleanliness will avoid sadness’, seen through Merht’s experience of discomfort through 
isolation and her low emotional state. 
The next section demonstrates the significance of how body fluids were observed in public 
compared to how body fluids were managed by carers in the home in order to promote 
comfort for their loved ones. 
4.4.2.2. Managing Body Fluids in Public 
When I travelled around Addis Ababa, I frequently saw men passing urine on street corners. 
In my research diary I wrote: ‘I walked through narrow paths that smelt of urine’ [RD: 1]. 
Lawton (2000:138) states that ‘defecating, urinating, spitting were all public acts but now 
they are displaced ‘behind the scenes’’. However, in Addis Ababa, these acts were observed 
to still be ‘front stage’ (Goffman 1990). I also observed men and women spitting on the street 
and blowing their noses by covering one nostril with their hand and then blowing the mucus 
through the other nostril into the road. However, despite this evidence suggesting an overt 
handling of body fluids which may be due to the lack of toilets and lack of cleaning facilities 
in public areas, I found the opposite when visiting people at home. Body fluids were handled 
with great discretion and privacy.  
4.4.2.3. Managing Body Fluids in the Home 
Carers were observed handling excessive body fluids in two main ways: firstly, by cleaning 
and washing and secondly, by using materials such as rags, fabric and paper. In the first 
sub-theme, the priority of cleaning was established as a setting and a form of providing 
comfort. Below is a typical example of how carers dealt with body fluids; a mother describes 
caring for her sick son: 
‘If he has diarrhoea or body fluids ...everything I will wash... I’m washing now. When 
he vomits, I will clean it... if he is incontinent... I will clean it. If the blankets or sheets 
are dirty, I will change them and clean him.’        [HV: Pa-1] 
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In this conversation, after every mention of a body fluid or dirt, the mother uses the words 
clean, wash, change to illustrate her answer to handling body fluids, thus demonstrating the 
fundamental importance of cleanliness in providing comfort for her son.  
Douglas (2002:78) suggests that ritual is ‘a control for experience’; she further describes it 
as a focusing mechanism that marks off reality. I would suggest that cleaning in this context 
be seen as a ritual using the above definition. Cleaning provides ‘a control’ for the 
‘experience’ of handling body fluids. Douglas (2002) further acknowledges that ritual 
provides ‘a frame’ and that it is ‘creative at the level of performance’. Furthermore, Bell 
(2009) suggests that ritualization is: 
‘A way of acting that sees itself as responding to a place, event, force, problem or 
tradition. It tends to see itself as the natural or appropriate thing to do in the 
circumstances’.              (Bell 2009:109) 
As the mother describes how she cares for her son by cleaning, she is, indeed, ‘acting’ or 
‘responding to an event’ by doing what seems to be the ‘appropriate thing’ in caring for her 
son. 
Building on from this idea, a previous connection has been made between cleanliness and 
emotion, and the ‘feeling rule’ (Hochschild 2012) was illustrated that ‘cleanliness will avoid 
sadness’. This feeling rule of avoiding sadness demonstrates the emotional creativity of 
cleaning. In addition, cleaning, as a ritual, offers ‘a frame’ to allow carers to act in an 
appropriate way in the difficult circumstance of handling body fluids. 
The second way excessive body fluids were managed was through various items being used 
as a form of aid or equipment. This can be illustrated by the following observation: 
As I walked into the house, I saw a woman sitting and folding pieces of white cotton 
and other pieces of material. I later noticed that these were to be used as pads for 
bleeding and exudate.                     [HV: Mo-1] 
During the home visits, I noticed that carers used the material as pads to absorb body fluids. 
When I went into the pharmacies and supermarkets, I saw that sanitary towels were 
    
233 
 
available. However for the continual use of body fluids, amongst some of the families I 
visited, the price would have been prohibitive. Therefore, cotton from old shawls and other 
cotton material was observed to be used. I saw the material being hung on washing lines, so 
it was continually recycled. Charcoal dressings were not available in the country to help with 
managing the odour; basic dressing materials found in pharmacies were available but were 
also expensive [RD: 2]. During my time at the hospice, there was a countrywide shortage of 
lint. I observed lint being bought in a large roll and then cut up and folded into squares by the 
hospice staff to be used to handle excessive exudate and body fluids [FN: 2-24]. The 
method of using and recycling material by carers appeared sustainable for the family.  
Other materials, such as paper and plastic sheeting were also used in homes to absorb 
excessive exudate, as can be seen by the following field note: 
I observed newspaper being used to clean up incontinent patients and to absorb 
urine and other body fluids. I also saw plastic sheeting on beds in some houses. 
I have noticed that the hospice staff use gloves when dealing with body fluids and in 
some houses carers also use gloves, although some carers appear to be nervous 
about using them. Merht, a lady who was HIV positive and had cancer, said her 
mother...‘didn’t always trust the gloves...’                                     [FN: 2 -26, Int: Me-1] 
The comment about ‘not trusting the gloves’ indicates that carers still have concerns and 
fears especially with regards to HIV transmission. Merht’s mother was worried that the 
gloves were not reliable and able to protect her. Although it is well documented that there 
has been a lot of HIV/AIDS awareness taught to health care workers and the general public, 
more still needs to be done (Alemie 2012). When gloves were not available to carers, I 
observed plastic bags being used instead [FN: 2-27].  
This evidence highlights the lack of equipment and materials for handling body fluids by 
carers. However, it shows the resourcefulness and ability of carers to use materials available 
to them to handle the body fluids of their loved ones, thus attempting to offer comfort, even 
though sometimes this was not deemed possible due to the body fluid causing feelings of 
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isolation and sadness to their loved one. The next section will further discuss the impact of 
handling body fluids by considering the important issue of smell. 
4.4.2.4.  ‘The smell was so offensive’ 
Smell is a by-product of body fluids and, as described above, causes isolation and 
discomfort for the patients, family and community. This was seen to be managed in two 
ways. Firstly, the use of incense and secondly, through using Metronidazole tablets 
(antibiotics). 
Here is an observation made whilst visiting Merht: 
I saw an old lady sitting outside who greeted us... I could smell incense being burned 
- it was being used as an air freshener. I had also smelt it previously when an 
Orthodox family burned it during the making and drinking of coffee. (Orthodox ladies 
were observed using incense when making coffee; however, Protestant ladies did not 
use this custom).                       [HV: Me-1]                                                                                                                                                          
In this situation, a small clay brazier containing charcoal was observed in the corner; on top 
of the charcoal, incense was burning in the brazier. The smell of the frankincense was 
pungent and appeared to be used as an attempt to cover the sickly, fishy smell coming from 
Merht’s wound. Probst et al. (2013) found that women with fungating wounds dealt with their 
situation by attempting ‘to hide and disguise’ their cancer using various methods. The 
method employed by carers in Ethiopia was through the use of frankincense to provide 
comfort and to mask the smell. 
Ethiopia is one of the largest producers of frankincense, which has many uses. It is widely 
seen in ceremonies within the Ethiopian Orthodox Church and, according to Kassaye et al. 
(2006), is also used in traditional medicine practices, specifically mental disorders and 
cleansing spirits from the sick. It is also given in the cold and ’flu season and can be chewed 
and used as a breath freshener. However, in the field note extract above, Merht’s family 
were burning it to try to manage the smell. Probst et al. (2013) suggest that managing smell 
from wound odour is limited to the use of Metronidazole cream and charcoal dressings. As 
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Metronidazole cream and charcoal dressings are not available in Ethiopia, the observed 
form of disguising the smell was through the use of frankincense in an attempt to provide 
comfort. 
The second way of managing smell was the use of Metronidazole tablets which are available 
in the country. I repeatedly observed hospice staff undoing Metronidazole capsules and 
using the powder on wounds or encouraging women to mix the powder with water and pour 
it as a douche two or three times a day to help with the smell. As mentioned above, 
Metronidazole cream, which is routinely used in the West (Probst et al. 2013), is not 
available, so using the powder from the capsules was used as an alternative. However, it 
seemed that this appeared to be specialised knowledge, as can be seen by the following 
field note extract in which Wondwesen, a nurse who worked at the in-patient hospice facility, 
discusses the care of a patient who had been at Black Lion Hospital: 
‘No one came in to George’s room. The smell was so offensive that none of the staff 
wanted to go in there. It was fungating, giving off a bad odour and he had worms in 
his wound. He was thinking of committing suicide after leaving the hospital.’ 
 So Danny brought him to the hospice, where Wondwesen cleaned his wound, three 
times a day and used Metronidazole to help with the smell. Wondwesen said, ‘we 
use Metronidazole capsules to help get rid of the smell, I undo them and sprinkle the 
antibiotic powder directly on the tumour’.          [FN: 2-50]                                                                                       
From this discussion with Wondwesen, it appears that Danny visited Black Lion Hospital, the 
national cancer centre and found that the staff were having difficulty in treating George’s 
wound, as it was so offensive. George felt so isolated and alone that he expressed thoughts 
about suicide to Wondwesen, an austere way of dealing with isolation. After being treated at 
the hospice with Metronidazole I met George. Although I was struck by the largeness of the 
tumour covering his head and face, I was not aware of a strong odour. Here is a stark 
example of the body being ‘unbound’ (Lawton 2000), as George’s tumour is not able to be 
managed at the hospital, yet at the hospice the body is ‘bound’ again through the care of 
Wondwesen. The fact that the hospital was unable to care for George’s wound may be due 
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to lack of specialised knowledge in caring for malignant wounds. Nevertheless, when visiting 
families at home with hospice staff, I saw carers using this method with Metronidazole once 
it had been explained to them, thus attempting to control the smell and provide comfort. 
Dealing with body fluids through cleaning, using equipment, managing smell by frankincense 
and Metronidazole tablets were found to be the predominant methods used in dealing with 
this difficult problem. In particular, blood was found to cause emotional distress for patients 
and carers and was a source of discomfort due to how it was perceived.  
4.4.3.  ‘I Have to Cook to Please Him’ 
Another way comfort care was provided by family carers was through the cooking of food.  
Food was found, not only meet a physical need, but also to offer emotional care for the dying 
person by attempting to enhance positive emotions, to make them ‘happy’ (Papadopoulos et 
al. 2004). It furthermore established the family member as a ‘good’ carer. Hospice staff 
supported the family by giving them nutritional advice and by providing food for needy 
patients.  
4.4.3.1.  ‘I made porridge and after a while she was happy’.      
The giving of food and drink when people are dying in the developed world has been 
extensively researched; it is seen as an important part of creating a sense of wellbeing in 
palliative care (Acreman 2009). Within the National Guidelines for HIV/AIDS and Nutrition in 
Ethiopia, one of the ways described to support ‘severely ill AIDS patients’ is for nurses to 
encourage the family and the surrounding community to ‘sit with the client to encourage 
eating and to give hope’ (FMOH 2008:28). Although there are no national palliative care 
guidelines for cancer, the above recommendation illustrates the communal aspect of eating, 
by sitting together, and illustrates the emotional importance of food, ‘to give hope’. The 
extracts below describe the findings of how the giving of food was found not to be linked to 
hope, as described in the guidelines, but to the positive emotion of happiness. 
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Ethiopian food involves a lot of work and is a lengthy process in preparation. Although 
cooking is a physical process, the carer is using it to encourage their loved ones emotionally. 
It could be argued that the way Ethiopians use cooking illustrates James’ theory on care. 
She suggests that care = organisation + physical labour + emotional labour (James 1992). 
Care is demonstrated by the physical labour of cooking + the carer’s emotional labour of 
attempting to manage their loved one’s emotions by making them happy, + the organisation 
which, in this case, would be the family. It is interesting that, in James’ study she makes a 
comparison between women's domestic care work and that of the hospice nurses. It is 
noteworthy that domestic care work can include cooking and, therefore, James’ study is 
applicable to this study. 
Women were seen to be the main providers of food, which confirms Cusack’s (2000) 
concept that ‘women are guardians of tradition when it comes to food’. Giving food was 
observed to be linked with positive emotions, as demonstrated below: 
‘I made oatmeal and after a while she was happy.’                                             [Int: Ti] 
‘I have to cook to please him, the food is good. At the beginning he may refuse to eat 
it and after a while he will try it and eat it.’                            [Int: Ni] 
Here, both carers describe the effect that food has on the people they are caring for. The 
first extract from my field notes demonstrates the effect of food, as Tigist provides food for 
her mother, Miriam; it makes her ‘feel happy’. This resonates with the link made previously 
that happiness is linked to healthiness (Papadopoulos et al. 2004); so the physical care of 
providing food has a positive emotional effect. Furthermore, Shragge et al. (2006) also found 
that as carers presented favourite foods it provided a positive emotional effect for the patient. 
The second extract, from an interview with a carer, illustrates the importance of cooking to 
provide pleasure to her sick husband. The carer states quite her case for cooking quite 
strongly; it is a necessity not an option, ‘I have to’. This demonstrates emotional labour 
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(Hochschild 2012). The carer is aware that providing ‘good food’ can change her loved one’s 
attitude to eating. At first the dying loved one refuses to eat, however through the carer’s 
persistence it makes her husband happy, causing him to eat, thus promoting healthiness 
and demonstrating comfort and providing care (James 1992).  Shragge et al. (2006) and 
Holden (1993) both suggest that for the patient and family members, the loss of the ability to 
eat and drink has emotional ramifications, as it makes death real. As discussed above, food 
was found not only to meet a physical need, but also offered emotional care for the dying 
person by attempting to enhance positive emotions, to make them ‘happy’ (Papadopoulos et 
al. 2004). Often, I saw family members feeding their sick loved ones by hand; this is known 
in Amharic as ‘gursha’.  The act of eating off the same plate was observed as family 
members fed their dying loved ones. Tikuye (2009:161) acknowledges that gursha makes 
the ‘bond of relationship very strong’. 
4.4.3.2. ‘I have to be there as my Mum prefers my cooking’. 
Another way in which the importance of food was seen to be part of care was how it 
confirmed the family member as a good carer. As already illustrated, a good carer provides 
cleanliness and manages body fluids and smell, thus providing comfort. In the case of food, 
it is important to understand that the ‘giving of food’ was observed not to be an exclusive 
performance between the carer, the family member and their loved one. It was an extremely 
inclusive happening; I saw food being given to visitors and I observed people eating around 
the bed of the patient [HV: Am-1]. Food was given by the carer to the hospice staff and on 
occasion I also ate with families [HV: Mi-5].  
The following extracts illustrate the importance of the carers’ role: 
‘I have to be there as my Mum prefers my cooking.’                                           [Int: Ti] 
‘My daughter is good. She has given me fish, chips, engera (Ethiopian bread) and 
fruit juice. I feel healthier.’             [HV Mi: 5] 
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In the first extract, Tigist explains that the main reason for being with her mother is to be a 
food provider. Furthermore, her mother prefers her food, thus emphasising her worth and 
identity as a carer. The second extract is from Miriam, Tigist’s mother, who validates her 
daughter by saying that she is ‘good’ as she provides her with different foods, which have 
made her ‘feel healthier’. This illustrates being a ‘good’ carer by the giving of food. Secondly, 
it again establishes that ‘giving food’ has an emotional impact, thus providing comfort. 
4.4.3.3.  ‘We have been giving her orangeade and mango juice’. 
When visiting families, there appeared to be some concern and uncertainty by family 
members about what foods were appropriate to give to their dying loved ones. This is 
illustrated by the following field notes: 
Frey explained to Danny, ‘The doctor told me she mustn’t eat meat and dairy 
products’. Danny said to Frey (the carer) that her mother could eat meat; in fact 
Danny thought she was a bit anaemic and it may help her. He told her that Saga (the 
patient) could eat what she liked. He told her ‘to encourage her mother’s appetite 
with small meals and to avoid too much spice because of her gastritis’.       [HV: Sa-1]                                                                      
‘We have been giving her ‘Miranda’ [a fizzy orange drink] and mango juice’. The 
daughters were surprised that they could give her ordinary food.                    [HV: Ge] 
Both of these examples show that the family carers are not sure about what type of food to 
give their dying loved ones. In the first extract, there was no medical reason why Saga could 
not eat meat and dairy products, therefore Danny encouraged the family with the above 
advice. However, the second extract illustrates a situation I observed multiple times, the use 
of mango juice and ‘Miranda’ (orangeade) for the sick and dying instead of food. Both of 
these drinks contain a large amount of sugar and, being liquid, are easy to swallow. I also 
observed visitors and family members bringing this to the house for the person who was sick 
or dying. From the above examples, it appears that there are uncertainties about what foods 
to give to the very sick and dying and is an area that requires further exploration. 
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4.4.3.4.  ‘We ask the patients what they like’. 
As already mentioned in the background chapter, Ethiopia in the past has been synonymous 
with famine, and food insecurity is still an issue (Gill 2010). The hospice, as part of its 
service, helps to provide food for vulnerable patients [FN: 1-12]. Eating can be a problem 
with severe head and neck cancers, as the tumour erodes, and hospice staff were seen 
providing appropriate food when required.  
Danzo, a woman with a large facial tumour, is cared for at the hospice, as her cancer has left 
her with holes in her cheek and upper lip area, which made eating very difficult. Danzo is a 
poor woman who is having radiotherapy and chemotherapy. She stays at the hospice whilst 
she is having her treatment and the cook makes special food for her so that she can eat. 
Bethlehem, the cook, talks about how she cares for Danzo: 
‘I make her soup or liquid food or porridge or I’ll make her ‘mook’ (an Ethiopian drink 
made from sunflower seeds, traditionally given when someone is ill). I’ll ask her first 
and as she likes I will make it for her. At the hospice we provide food, we ask the 
patients what they like and then they choose, we give it to them and they’re happy.’   
 [Int: Be] 
Bethlehem describes the different liquid foods that she can make for Danzo to make it easier 
for her to swallow. She offers Danzo a choice and then will prepare it. Bethlehem’s 
conversation then moves from ‘I’ to ‘we’; she now talks about hospice as ‘we’ and, again, 
she mentions how patients are offered choice. It is noteworthy, when considering James’ 
theory on care, (care = organisation + physical labour + emotional labour (James 1992)), 
Bethlehem mentions that providing food can make the patient ‘happy’. Care is demonstrated 
through the physical labour of cooking + the emotional labour of wanting to make her happy 
by Bethlehem + the organisation of the hospice. 
The importance of food in providing comfort to the dying loved one has been seen in how it 
provides not only physical but emotional care. It is also an essential part of being a good 
carer. Hospice staff support families by giving dietary advice and providing food for poor 
patients and those with complex symptoms. 
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4.4.4. Touch  
The final subtheme, touch, explores how comfort is provided by physical care, which in turn 
has an emotional impact for the dying. Two main ways were observed being used by family 
members and hospice staff. Firstly, touch was seen as a therapy to promote comfort. 
Secondly, it was observed as non-verbal communication, before words were used, by 
hospice staff and family members. 
Touch is a form of intimacy that can reduce social distance, thus allowing comfort. 
Conversely, it can be seen as a form of power (Montagu 1978).  According to Lawler (1991), 
touch is ‘cultural and status-bound’. There has been a plethora of research on intercultural 
touch and body accessibility. Jourard (1966) produced a seminal work that considered 
cultural differences; he used a questionnaire amongst college students and found that 
people in the UK or USA touched very little compared to people in Latin America or Paris. 
He also found that women were touched more than men and that touch was highly 
reciprocal. 
During my observations, I found that Ethiopians appeared to be tactile when greeting people 
on the street. This is illustrated by the following field note: 
I saw two ladies greeting each other on the street. They kissed each other on 
opposite cheeks three times whilst also holding each other’s hands as though to 
shake it at the same time. As they then shook hands, they bowed slightly. They 
shook hands with their right hand and they used their left hand they to support their 
right hand as they shook.         [FN: 1-12] 
Here are further observations I made regarding greetings and touch: 
On the street I observed male friends holding hands and walking along the road, 
although they were wearing wedding rings and appeared to be heterosexual, this 
appeared to be normal cultural practice. I also saw the same with women.  
Whilst I was visiting patients in their homes, people offered me their hand to shake, 
so I shook hands with patients and family members. In several families after multiple 
visits I was kissed by female members, three times on opposite cheeks. Some of the 
men would ‘touch shoulders’ putting their opposite shoulder to mine and then 
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swopping over sides so we touched shoulders three times whilst shaking each 
other’s hands.                                                                                                 [FN: 1-13] 
The above field notes demonstrate that touch is used extensively in greeting people and 
confirms Lawler’s (1991) findings that touch, is indeed, culturally-linked. I will now proceed to 
consider how touch was observed when caring for the dying. 
4.4.4.1. Holding her head… Massaging her legs 
 
I observed family members touching their loved ones in two main ways: firstly, by holding or 
touching the sick person, secondly, by the use of massage. The first idea, of holding and 
touching, is illustrated in the extract below: 
Fitzum was sitting on Saga’s bed. Saga was lying across him and Fitzum was 
holding her head in his lap, just like a child.          [HV: Sa-2] 
In this scenario, Saga is actively dying and her husband is sitting on the bed, holding her 
head in his lap. It appears that Fitzum is using touch to convey to his wife both his care for 
her and their intimate relationship at this very difficult time. Lawler (1991) describes this time 
as ‘doing nothing’ (the time when there is nothing that can be done medically to cure the 
patient) which is an oxymoron, as this type of care, which includes touch, is often intensively 
physical and requires extensive ‘emotional labour’ (Hochschild 2012). I often observed family 
members sitting and holding their loved one for lengthy periods of time to offer 
companionship.  
The second way touch was used as therapy was by carers using massage. I saw family 
members using a massage technique where they would start from the head of the patient 
and work down the body and would apply pressure or squeeze the muscles of their loved 
ones in a rhythmic fashion [HV: Mi-2]. It is unlike massage used in the West, where at least 
one hand remains on the body all of the time, but is more of a kneading action. Here is an 
example of Tigist describing how she massaged her mother: 
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‘We went outside and we sat on the veranda and I was massaging her leg and then I 
asked her, ‘Where do you have pain?’ She said: ‘this leg ... I can’t move it. I also 
have pain in my back... But I’ll be fine.’’              [Int: Ti] 
This is an excerpt of a conversation with a family member talking about her mother and the 
way she was comforting her. Here, the carer is providing comfort by using massage as a 
form of pain relief therapy. Kutner et al. (2008) performed a randomised control trial and 
showed that massage appeared to have immediate favourable effects on pain and mood 
among patients with advanced cancer. Massage in Ethiopia is a traditional practice used 
from cradle to grave. Babies are regularly massaged by their mothers to promote muscle 
strength and establish a strong bond them (Duncan and Hayden 2008). ‘Wegeshas’, or 
untrained physiotherapists/bone setters, commonly use the traditional massage described 
above when a person is in pain.  Massage is a therapy used in the home, by family members 
and traditional healers, which offers comfort and reinforces relationship, helping to elevate 
mood and thus having an emotional effect. 
4.4.4.2. He looked at her tenderly and held her arm and said… 
 
Touch was also used by hospice staff to support family members during conversations about 
their loved one’s prognosis. As already discussed in this chapter, most families do not talk 
openly about terminal illness. However, when exploring the visual conduct observed 
(Knoblauch 2005), touch was used before words were spoke to provide assurance and 
support. I frequently saw hospice staff touch the dying person or family member before 
speaking. This can be seen by the following: 
Danny looked at her tenderly and held her arm and said, ‘Now is the time for you to 
talk to your father and brother and for you to talk together and to spend the time with 
your mother’.                        [HV: Sa-2] 
In the above extract from my field notes, Danny is talking to Frey, Saga’s daughter. Saga 
has cancer of the colon and bladder with lung and liver metastases. Danny is encouraging 
Frey to talk to her father and brother more openly about their mother’s condition and he 
encourages her to spend the time that is left with her mother. This is not a simple 
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conversation for Danny, as the family do not want Saga to know anything about her illness 
(see 4.1.1.1.). I observed that Danny held Frey’s arm and looked at her before he started to 
speak. I would suggest that this was to offer emotional support to Frey, but is also a non-
verbal communication strategy to promote openness and to demonstrate the importance of 
the words that follow, as Danny encourages the family to be open. Danny is a hospice 
worker and not a member of the family; he is male and Frey is female. I noted in my 
research diary that Danny’s use of touch before speaking ‘surprised me’ but ‘appeared to 
work with a comforting effect’ and ‘was perhaps the social norm’ [RD: 17].  Frey’s response 
to Danny’s touch appeared to be positive, as she began to engage in the conversation and 
appeared to be relaxed. There are two main types of touch described in nursing; those 
associated with tasks known as ‘instrumental touch’ and touch associated with caring, 
defined as ‘expressive touch’ (McCann and McKenna 1993). Bottorff (1993), who explored 
the use and meaning of touch with cancer patients, found further ways touch was used and 
these included ‘connecting, orienting, and social touch’. When considering Danny’s situation 
with Frey, I would suggest that he used ‘connecting touch’ (Bottorff 1993) as a non-verbal 
communication strategy to promote openness. 
4.4.4.3. She appeared to be comfortable and content 
 
Touching before speaking was also observed by family members. This extract from my field 
notes describes Fitzum with his wife Saga: 
Fitzum was sitting stroking his wife’s legs and feet. After some time he said, ‘my wife 
is a strong woman’. His wife lay there looking at her husband as he touched her, also 
not speaking but appeared to be comfortable and content and looking relaxed.       
 [HV: Sa-4] 
Here, Fitzum is offering touch before he speaks to provide emotional support. As can be 
seen by Saga’s response to her husband’s touch, she appeared to be content as he stroked 
her. Her breathing seemed to become deeper and slower and her body seemed to relax as 
Fitzum touched his wife. Touch offered comfort before words were used. The comfort care 
observed by touch was the patient relaxing whilst being held. Here, Fitzum is using touch 
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before words like Danny; however, he is not using it in the same way. Danny appeared to 
use touch when having significant conversations with patients or family members to support 
them and to potentially create a more open discussion. Fitzum is using touch to offer his 
physical reassurance and presence to his wife before he speaks to her, and this appears to 
create an emotional positive response in Saga. 
In summary, touch is used as a therapy to promote comfort. It is used as a communication 
strategy by hospice staff when talking about terminal illness with patients and family 
members. It is also provides emotional support for the dying person by family members. 
4.5. Summary of Findings 
 
In conclusion, these findings illustrate how family members, the hospice service and the 
wider community care for the dying person. By considering both the visual and verbal 
conduct observed (Knoblauch 2005), the underlying importance of emotional care is 
established and demonstrated by both word and action by the community. Various strategies 
are employed by carers as they attempt to provide this emotional care. Firstly, the family 
tries to promote an emotional equilibrium as they ‘Don’t Want to Upset’ their loved one by 
talking openly about terminal illness, thus using non-disclosure as an approach. Hospice 
staff try to create a space for a more open dialogue around terminal illness with the dying 
person, but ultimately defer to the family. Although the findings show that, generally, the 
community does not talk openly about terminal illness, a linguistic framework, Sick…Very 
Sick, is used to navigate the way in which people express the severity of the disease by 
using euphemisms. The findings also reveal that family members and hospice staff use 
encouraging words to provide support and to emphasise to the dying person that he or she 
is not alone but is accompanied by the family, the hospice staff and the wider community. 
This chapter further demonstrates that, for end of life care to be provided by the family, there 
needs to be a Stopping of Everything. This strategy involves family members making their 
dying loved one the priority and sacrificing relationships, money and work in order to offer 
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emotional support and accompaniment for their dying loved one. The hospice staff support 
the family in this process by helping them make financial decisions about the limited 
treatment available.  
Finally, it describes the practical care strategies that promote emotional wellbeing for the 
dying person in the theme Care is all about Comfort. Cleanliness is identified as care that 
‘helps avoid sadness’ for the dying person; it also provides a setting for care to take place. 
The practical care that family are involved in, supported by the hospice staff, is the handling 
of body fluids and smell, providing food and touch; these, in turn, were found to have a 
positive emotional impact on the dying person. The next chapter will proceed to discuss 
these findings. 
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Chapter 5 
Discussion 
 
The title of this thesis is ‘‘Not Wanting to Upset’: the management of emotions in caring for 
the dying’. This was deemed appropriate, as the unexpected emphasis of this focused 
ethnography was found to be rooted in emotions, with the expressed priority of ‘not wanting 
to upset’ the person dying of a terminal illness. Throughout the discussion, the centrality of 
managing emotions is explored through emotional care being offered and how emotional 
work is performed to care for the dying person. Firstly, the discussion will explore the cultural 
dynamic with cancer not talked about openly and family members trying to protect their dying 
loved one emotionally from bad news about cancer and dying. Secondly, it will consider how 
hospice staff react to the family’s control of information about cancer and dying as the 
hospice staff self-manage their own feelings by ultimately deferring to the family by avoiding 
talking openly about cancer. It will then go on to offer insight into communication and care 
strategies used by hospice staff as they present themselves as ‘family’. The social set up 
and the importance of family will then be discussed. Traditional death and the modern 
Western concept of palliative care will be considered in the light of an emerging Ethiopian 
palliative care service. The discussion will then move on to critique the study by exploring its 
strengths and limitations as well as the contributions made to knowledge, understanding and 
theory. It will discuss the implications of this study and will make recommendations, before 
making some concluding remarks.  
5.1. The Management of Emotions and Truth Telling by the Family 
 
One of the principal aims of this study was to describe or ‘paint a picture’ (O’Reilly 2009) of 
the culture of care provision within the community of those caring for the dying in Addis 
Ababa. As outlined in Chapter One, culture is the way people communicate and develop 
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their knowledge and attitude towards life (Geertz 1973). Geertz suggests that as an 
ethnographer explores culture, he/she is taking the reader into the ‘heart’ of what is being 
interpreted (Geertz 1973:18). Therefore the ‘heart’ or central feature in this ‘picture’ is that of 
the role of the family. The role of the family, found in the culture explored in this study, was 
to take the emotional burden of a life-threatening illness from their dying loved one. This 
study demonstrates that family is crucial to care, although this is not an uncommon finding 
when researching the character of care in different societies around the world (Broom and 
Kirby 2013, Harris et al. 2003, and Uchitomi and Yamawaki 1997). 
The importance of emotions in care giving and the way emotions are managed are 
epitomised when families were observed not to talk openly about cancer with their loved 
ones. The cultural dynamic of non-disclosure in order to provide emotional protection for the 
dying person is revealed, as well as a strong family ethic of not telling their loved one about 
their advanced and life limiting illness. Family members were found not to disclose the 
diagnosis and prognosis of advanced illness to their loved one; the reason given for non-
disclosure was of ‘not wanting to upset the loved one’ and to ‘keep their loved one happy’ 
(see Chapter 4.1.1.). This ethic of non-disclosure reveals that the cultural orientation is ‘not 
to tell’ their loved one that they have a life threatening illness. In this study, it was found that 
non-disclosure was a strategy used to emotionally protect, in order to avoid the ill family 
member from deep sadness associated with dying from a life-threatening illness. 
This strategy of emotional protection is also found in Copp’s (1999:111) work where she 
suggests that patients were either ‘open about dying’ or ‘not being open about dying’. Copp 
found that these differing ways of communication allowed patients to exercise control, in this 
instance, the control of information, which, in turn was found to have an effect on the type of 
treatment and care they received. For example, Copp found that patients who were ‘open 
about dying’ were able to control their admission to the hospice.  Copp showed that patients 
used the control of information in an attempt to emotionally protect family members, nurses 
and self. Furthermore, she argues that protection was demonstrated by patients’ worry and 
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concern in regard to burdening their family members (Copp 1999). The difference in my 
study compared to Copp’s work is that, in Addis Ababa, the family were mainly seen to be 
the ones exercising control of information, which impacted the treatment and care for their 
dying loved one. This is seen with Saga, who was told by her husband and daughter not to 
cry as it would cause side effects because of the drugs she was taking (see 4.1.1.5). 
However, in complete contrast, Saga’s family members were observed weeping openly 
when discussing their dying loved one with the hospice staff (see 4.1.1.1. and 4.1.2.1).  The 
study demonstrates that, in offering emotional protection to their dying loved one, family 
members also attempt to manage or control their loved ones’ emotions by not allowing them 
to express their emotions freely.  However, what is similar in both studies is that they 
illustrate how worry and concern for the well-being of the sick person are motivating factors 
for attempting to emotionally protect people who are dying. 
The cultural dynamic of non-disclosure found in my study also resonates with Glaser and 
Strauss’ seminal work, which considered different awareness contexts. As already 
mentioned, Copp’s study discusses whether patients ‘were open about dying’ or ‘not open 
about dying’. These two categories echo Glaser and Strauss’ earlier work and are 
comparable to their ‘open awareness’ or ‘closed awareness’ categories. However, Glaser 
and Strauss’ theory, unlike Copp’s work, offers three further categories: suspicion 
awareness, mutual pretence and discounted awareness, all of which help shed further light 
on behaviour. In my study, instances of open awareness were observed. For example, 
Miriam, a widow with six children, was aware that she had cancer and disclosed this 
information to her children gradually, firstly with those who were living with her and then the 
other siblings. It could be argued that suspicion awareness was demonstrated by Miriam’s 
daughter, Tigist, who, when talking to her mother, kept asking on the telephone if she was 
well. However, her repeated conversations with her mother and her observation of her 
mother’s decline in mobility, potentially created suspicion in Tigist’s mind. 
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Nevertheless, within this study, the cultural orientation of the family ‘not to tell’ the loved one 
that they have a life threatening illness predominantly resonates with Glaser and Strauss’ 
‘closed awareness’ context, where staff and family keep patients in unawareness or 
ignorance of their disease and impending death by maintaining a wall of silence (Glaser and 
Strauss 2005). The cultural dynamic of non-disclosure found in this study further resounds 
with research in other African countries, including Tanzania, where doctors spoke to the 
family rather than the patient about the diagnosis and the families were found to protect their 
loved ones by not discussing their diagnosis or prognosis, thus demonstrating closed 
awareness with the person who is ill but open awareness with the family (Harris et al. 2003). 
However, this study reveals more than the finding of non-disclosure; it demonstrates the 
emotional dimension when talking about terminal illness in showing the priority that carers 
took to ‘not to upset and to keep their loved one happy’ as they attempt to create an 
emotional equilibrium. It is interesting to note that a critique of Glaser and Strauss’ theory is 
that the emphasis is on the management of information, and fails to address the emotional 
aspects of having a life limiting illness (Timmermans 1994). Glaser and Strauss categorise 
patients by whether they know, or suspect, or do not know whether they are dying. 
Timmermans argues that Glaser and Strauss do not address how the patient’s emotional 
response to the information relates to the particular awareness context, and thus does not 
consider the emotional power of a terminal illness (Timmermans 1994). Timmermans (1994) 
illustrates the emotional aspects surrounding awareness contexts by adding to Glaser and 
Strauss’s theory. He suggests the original category, open awareness, should be split into 
three sections to consider the emotional impact to the patient: suspended open awareness, 
where the patient disbelieves the message; uncertain open awareness, when bad parts of 
the message of terminal illness are dismissed; and finally active open awareness, where 
patients accept impending death. Timmermans’ study emphasises the complexity of 
emotions in the context of talking about a life threatening illness. In the light of this study in 
Addis Ababa, the emphasis is on a predominantly closed awareness, compared to 
Timmermans’ open awareness context. However, the similarity is that both this study and 
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Timmerman’s work offer an emotional dimension to awareness contexts. This is exhibited in 
this study by non-disclosure as family members and community offer emotional protection 
for the person with a terminal illness. However, with the advent of palliative care, hospice 
staff were seen to try to create a space for openness with the patient and family. This will be 
discussed in the next section. 
This study demonstrates cultural practices in communication, by offering an in-depth 
analysis of communicative practice to manage emotions, and also by offering a framework 
illustrating how cancer is discussed. The linguistic framework ‘Sick…Very Sick’ provides a 
way for the family and community to avoid talking directly about life threatening illnesses by 
the use of euphemisms. This finding reflects Doumit and Abu-Saad’s (2008:75) study, where 
the emphasis was on ‘tactful communication’ to avoid upset and also resonates with Levine’s 
concept of ‘wax and gold’, which allows talk to be double-layered, allowing room for 
ambiguity. However, the findings in my study reveal that the framework Sick...Very Sick does 
not only offer a way of communicating tactfully, it is also a strategy to support the 
management of emotions. By not discussing cancer openly, talk is being controlled. This 
further evidence of providing a framework to demonstrate how talk is controlled also reflects 
Copp’s (1999) study, which, as already mentioned, demonstrated that talk is used as a form 
of control. By speaking ‘tactfully’ or in a closed way, as Sick... Very Sick demonstrates, the 
family, hospice staff and surrounding community are managing the dying person’s emotions 
by their choice of words in order ‘to not upset’. They avoid using words that might shock the 
dying person such as cancer or dying.  
5.2. The Management of Emotions and Truth Telling by Hospice 
Staff 
 
With the advent of palliative care, findings revealed hospice staff having to navigate the 
family cultural orientation of ‘not to tell’ alongside the tension of receiving some overseas 
training, where they are introduced to the palliative care philosophy of patient autonomy, 
which is underpinned by a Western open awareness context (Goldsteen et al. 2006). This 
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finding, in which hospice staff having to work in two competing philosophies, was similarly 
found in other studies in Tanzania, Japan, Saudi Arabia and Italy (Harris et al. 2003, 
Uchitomi and Yamawaki 1997, Surbone et al. 2004 and Younge et al. 1997). These studies 
support the difficulties in communication associated with open and closed awareness by 
describing a similar tension. For example, in Tanzania, local doctors were found not to 
inform patients of their diagnoses if the family was not in agreement. Yet, some expatriate 
doctors working in the same health care facility were found to be uncomfortable with this 
approach, arguing that it left patients confused (Harris et al. 2003). In Japan, while palliative 
care was introduced to the country, there were attempts to influence policy and change the 
prevailing cultural dynamic where the family makes the decision on how, or if, the patient is 
told (Uchitomi and Yamawaki 1997). However, at this present time, non-disclosure of 
information to patients still prevails (Wang et al. 2013). The findings from this study add to 
the literature about non-disclosure dominant countries, which has been found to be scarce 
and consists of predominantly anecdotal reports (Wang et al. 2013). Furthermore, it provides 
insight into the rationale for non-disclosure, ‘not wanting to upset’ and the way the dying 
person’s emotions are controlled or managed. 
The findings also highlight the fact that, in dealing with families with closed awareness 
contexts, health care professionals have to work within the two competing philosophies of 
cultural non-disclosure and palliative care. It also demonstrates the different communication 
strategies used to try to bridge the gap. For example, Dr Benium, a doctor with an interest in 
palliative care, offers a description of how he deals with tension between cultural practices 
and palliative care philosophy. He suggests that his method is to tell his patients ‘to follow 
him’. By this he asks the patient and family to follow the tests and treatments he gives his 
patients and, when they are not working and he is failing to provide a solution, he then 
encourages the family to ask questions about the patient’s situation. By telling the patient 
and family ‘to follow’, Dr Benium offers a solution to the problem of patient awareness by 
using a strategy that encourages the patient to question the health care professional if they 
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so desire. He offers a strategy that helps people work with him and enables those involved 
to ask questions. This explanation by Dr Benium resonates with existing empirical work 
performed in Tanzania, where physicians employed a similar strategy by employing the 
‘mzunguko’ counselling method. Mzunguko is a Swahili term that is defined as ‘the act of 
going around and around’ (Harris et al. 2003:909). The doctors use an extended process of 
dialogue to gradually reduce the differences between cultural beliefs and modern medicine 
(Harris et al. 2003). Thus, the finding of ‘to follow’ is similar to the strategy found in Tanzania. 
The ‘to follow’ strategy attempts to bridge the gap between family communication, patient 
communication and modern medicine by using cultural approaches of an extended process 
of dialogue to help reduce the philosophical differences of the predominant non-disclosure 
ethic of the family and the potential open awareness ethic of the hospice staff. Furthermore, 
the dialogue emerging from the ‘to follow’ strategy allowed the family emotional space to ask 
questions if they wanted to. As part of his strategy, Dr Benium also demonstrates to his 
patients that he is failing. He is honest with the family and the patient, showing them that 
medicine is failing them. He takes responsibility for the failure and, therefore, removes the 
emotional burden from the patient and family. This resonates with Beyene’s (1992) 
comments that, at a time of crisis, Ethiopians protect each other.  
Dr Benium’s approach to practice is markedly different to that of doctors working in the 
United Kingdom. Firstly, he works with the cultural family dynamic by giving information to 
the family before the patient, thus practising a ‘breaking bad news’ approach that is culturally 
appropriate to his country. In the UK, this would be described as collusion, where health care 
professionals and family members withhold the truth from the patient, which can potentially 
lead to the patient suing health care professionals if the patient does not feel they have 
received adequate information about their illness (Vivian 2006).  
Secondly, Dr Benium allows the patient and family a protracted period of time before a 
discussion occurs about the patient’s situation with their life-threatening illness. When 
interviewing Dr Benium, he suggested that it may even take ten visits or more before the 
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patient and family are ready to be ‘open’. This is interesting to note, when you consider the 
workload and lack of Ethiopian doctors in the country and further underlines the cultural 
importance of ‘tactful communication’ (Doumit and Abu-Saad 2008) and the rationale to 
allow the patient and family ‘to follow’. By comparison, in the UK, Hancock et al. (2007) 
found that doctors did not have enough time to discuss the patient’s life threatening 
condition. Finally, as already discussed, Dr Benium takes the responsibility of ‘failing’ the 
patient and family, and by doing so removes the emotional burden from them. This is a 
different communication strategy compared to that in the UK, where doctors may voice, 
‘there is nothing more we can do’ (Davy and Ellis 2000), but would not undertake the 
personal responsibility for failure, as it may potentially open the doctors up to accusations of 
incompetence and  litigation (Vivian 2006). 
In order to help create relationships with the family and deal with the tension between open 
disclosure and non-disclosure, hospice staff used the strategy of creating a space for 
openness, in an attempt to allow more open communication. For example, this ‘space’ was 
created as Danny and Alem, on multiple occasions, talk to family members separately to 
allow them time to consider if they wanted to be more ‘open’ with their dying loved ones, 
thus demonstrating the hospice ethic of open communication This was done prior to visiting 
the patient whilst standing at the gate or was discussed in another room. These 
conversations were also noted as being conducted after visiting the patient, often when there 
had been deterioration in the patient’s condition. Observations also revealed that, during 
these discussions, the hospice worker and the family would often sit in a semi-circle, which 
allowed a physical space amongst family members as they discussed their dying loved one’s 
diagnosis or prognosis and wishes.  
However, although the staff had to deal with the tension of wanting to offer openness, it was 
observed that staff did not overrule the family’s position once known, thus deferring to the 
family. This finding highlights the importance of the relational aspects of caring and is 
underpinned by Hochschild’s (2012) work on emotional labour. Showing deference, 
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according to Hochschild (2012:168), ‘is to show support for the well-being and status of 
others’ and is a strategy used in emotional labour. In this incidence, the staff are managing 
their emotions by suppressing their own feelings, in order to show deference, with the 
attended result that the dying person and family are ‘not upset’. The hospice staff showed 
their emotional support to the family for the well-being of their loved one, despite the fact that 
they sometimes would have wanted to be more open with the dying patient. Danny, on a few 
occasions, discussed in the car between visits how he, in certain cases, would have liked the 
family to be more ‘open’. He discussed his frustration, as he perceived the family to be in 
‘denial’. The use of the word ‘denial’ epitomises the tension between the palliative care 
philosophy and the cultural dynamic of non-disclosure in this study. Charmaz (1990) argues 
that denial is socially constructed and the support for its construction in the West is found in 
medical care, as the medical profession decides that someone ‘will die’. Zimmerman (2004) 
suggests that it is the acceptance of the fact that someone is going to die that allows 
palliative care to progress. Zimmerman, in her study, demonstrates that the term ‘denial’ can 
be used as a psychological coping mechanism that can either healthy or temporary. 
Additionally, she found that denial can be seen as an obstacle to end of life care, as it is a 
term used as a label for those who do not comply with the important concept of openness, 
which is part of palliative care. In the conversation described above, when Danny was talking 
in the car, he uses the word ‘denial’ to express the fact that the patient and family were, in 
his opinion, not complying with the more open communication of palliative care philosophy. 
Nevertheless, Danny’s cultural orientation overrides his palliative care training, as he 
chooses to defer to the families’ wishes. In many instances in this study, hospice staff were 
found to defer to the family, and by doing so appeared to create a foundation of trust in an 
attempt to provide hospice care whilst working with the family. 
The discussion so far has considered the management of emotions by family members and 
hospice staff as they navigate the cultural dynamic of not talking openly about cancer. The 
findings of non-disclosure and emotional protection contribute to the ‘awareness discourse’ 
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by illustrating closed awareness found among the participants. It furthermore extends this 
discourse, offering the missing emotional dimension (Timmermans 1994) of insight into the 
emotional protection offered by family members through non-disclosure. It further provides 
evidence of the communication process observed as health care professionals navigate 
through the differing philosophies of cultural family dynamics and modern medicine at this 
present time in Addis Ababa. These findings have implications for practice, especially for the 
potential expatriate worker, and these will be discussed later in this chapter. The discussion 
will now examine how the hospice interacted with the dying person and family. 
5.3. Hospice as Family 
 
This section of the discussion will consider the genesis of hospice care in Addis Ababa and 
will offer insight into how hospice staff delivers care, in the context of working with the family 
unit where, typically, they are the key decision makers for their loved ones as they navigate 
through their illness. The discussion will highlight how hospice staff uses relationships, 
emotional labour and cultural knowledge to deliver palliative care in the community.  
In understanding the findings of this study, it is important to realise that the hospice itself is a 
local Non-Governmental Organisation, which was started by, and is run by, nationals from 
Ethiopia. This is in contrast to many other developing countries, where palliative care 
services were brought into a country by foreign health care professionals (in many cases 
from a Western background), who proceeded to engage and train local health care 
professionals into starting a palliative care service (Wright et al. 2006). In these situations, 
the foreigner imparted their specific knowledge into a culture different from their own (Wright 
et al. 2006). This was the model used in countries such as Uganda, Jordan and South Africa 
(Merriman 2010a, Stjernswärd 2007a and Wright et al. 2006).  However, this study offers a 
contrast to the imported model as it describes how, in an Ethiopian culture, the culture of 
care is delivered by locals, for locals.  
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One of the ways care is delivered is through hospice staff. This study reveals how strong 
relationships between the hospice staff and the family were vital for them to understand this 
new service. Findings demonstrate that Danny and Alem (hospice workers) introduced the 
hospice in a way that ‘made sense’ culturally by using the analogy of a family. The hospice 
and palliative care service was found to be a new phenomenon for many of the families. 
Therefore, using the word ‘family’ is an important social construct in Ethiopian culture and a 
way of introducing a family-friendly service (Levine 2007), which created understanding for 
the community. Danny would explain the work of the hospice to the dying patient and family 
in the following way: ‘at hospice, we are like a family; we are here to support you and be with 
you’.  
Danny’s informal communication style partly resonates with existing empirical work 
performed in the West, where the role of ‘being friendly and informal’ was found to be 
employed by symptom control nurses in conversations with terminally ill patients and 
relatives at home, in an attempt to breakdown professional-client barriers (Hunt 1991:936). 
However, the use of the word ‘family’ resonates, in this cultural context, more than being 
‘friendly and informal’ (Hunt 1991:936) as, family is of primary importance in Ethiopia (Levine 
2007 and Beyene 1992).  
It is interesting to note that existing studies show that, historically in the West, the beginning 
of the modern hospice movement was introduced as ‘family care’ (James 1992). However, 
the change came when hospice in the West was developed and routinisation occurred. The 
hospice movement, according to James and Field (1992), lost its family dynamic and was 
pressured toward bureaucratisation and professionalization. James (1992) suggests that 
hospice in the UK is now best understood as a ‘workplace’ rather than a family. In a more 
recent study, Broom and Kirby (2013) investigated hospice patients’ views on dying in an in-
patient hospice facility in Australia. Their findings revealed that although hospice provided 
relief for family ‘it was lacking in authenticity and intimacy in day-to-day interactions and 
encounters typical of a community/home setting’ (Broom and Kirby 2013), thus further 
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demonstrating the loss of ‘family care’ in hospice care in the West. Nevertheless, in Addis 
Ababa, the construct of a ‘family’ is how hospice is promoted and represented to the 
community at this present time.  
Findings of this study demonstrated that Danny and Alem not only introduced the hospice 
service as ‘family’ to their clients, but continued to offer family style care by using 
communication strategies that helped deepen relationships and promote trust. As already 
discussed in the last section, Danny and Alem were observed creating a space for openness 
to talk about cancer and dying with the patient and family by spending prolonged time with 
the family before or after visiting the patient to try to promote more ‘open’ communication. 
Yet, the study shows that hospice staff deferred to the families’ wishes, thus illustrating the 
use of deference to the family as part of emotional labour (Hochschild 2012).  
A further communication strategy used by hospice staff to foster good relations and show 
cultural sensitivity was through the use of open questions. These were used in various ways. 
Primarily they encouraged the patient or family member to tell their story. For example, 
talking to Merht, a young woman with cervical cancer, Danny asked the question, ‘tell me 
what is happening?’ This style of open, subtle communication allowed Merht to explain that 
she had already had surgery and a long hospital stay and had been told by the doctors that 
she had a lump. This finding of using an open, subtle communicative style was also found in 
Doumit and Abu-Saad’s (2008) study, where family members preferred the use of ‘tactful 
communication’ to discuss cancer. However, when speaking to Merht, Danny is not only 
demonstrating the cultural preference of tactful communication but he is also using taught 
palliative care communication skills so that Merht is able to tell her story. By this approach, 
Danny elicits further information about Merht’s understanding of her condition. 
In my study, the communication strategy of open questions used by the hospice staff also 
encouraged patients to reflect on their situation. This is illustrated by Saga, a woman with 
terminal cancer, who asked Danny his opinion about whether she should have any further 
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treatment. In this instance, Danny does not answer her directly, but asks his own question, 
‘how do you feel about that?’ Danny’s behaviour resonates with James’ (1992) study, where 
she argues that familiarity and closeness are the bases for family style care. Danny is 
sufficiently familiar with Saga and her family to know that she is not aware of her cancer 
diagnosis. So sensitively sidesteps her question and colludes with the family. Nevertheless, 
Danny displays closeness by asking a question about Saga’s feelings, in order to give her an 
opportunity to reflect on her situation (see 4.1.2.2). As this study has shown, emotions and 
their expression and control are a priority of care. 
Furthermore, family style relationships were fostered as hospice staff were observed praying 
with patients and reassuring them spiritually by acknowledging to the family that the situation 
was in God’s hands. This not only demonstrates familiarity and closeness (James 1992) and 
authenticity and intimacy (Broom and Kirby 2013) but cultural sensitivity, as a person’s faith 
was observed to be an important part of their identity. Alem and Danny, by offering to pray 
with family members, were involved in facilitating behavioural expression. This concept is 
also found in Goffman’s work (1990), where he suggests that, in everyday life, people 
manage the impression of themselves or others and that this is done through ‘acting’, which 
can be either superficial or involve deeper interaction. Hochschild suggests that surface 
acting and deep acting are integral parts of emotional labour (Hochschild 2012). This study 
shows that, by praying with family members, hospice staff are involved in deep acting, as 
they display sincere empathy to the spiritual needs of their clients, thus fostering deep family 
style relationships.  
The findings of this study also demonstrate how hospice staff used encouraging words to 
support the patient and family. This is illustrated by Alem who, when speaking to family 
members at a bereavement visit, encouraged the family by using the phrases, ‘be strong, it’s 
ok, we are with you’. Here, Alem is using ‘we’ to describe the hospice staff that had cared for 
the patient and are now supporting the family in their grief. Alem’s behaviour reflects Li’s 
(2004) concept of ‘symbiotic niceness’, where she suggests that nurses’ talk functions ‘to 
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preserve a nice, friendly, informal and pleasant atmosphere in interaction’ (Li 2004:2580). In 
her study, Li, identified different analytic categories of symbiotic niceness, one of which was 
‘institutional niceness’, which is used to describe how the team collectively demonstrate 
psychosocial care by practising niceness. By offering words of encouragement during a 
bereavement visit, Alem is demonstrating institutional niceness and, by using ‘we’, she is 
collectively representing all the hospice workers. This communication strategy further 
demonstrates the priority of emotional care. 
Hospice staff in this study, as well as trying to provide family-style communication, also 
attempted to provide twenty-four hour on-call care. This unusual finding reveals that staff 
were found to be available to the dying patient and family beyond office hours by telephone. 
Staff were observed fielding telephone calls at home and even whilst they were on holiday, 
thus demonstrating ‘family style’ commitment by offering twenty-four hour on-call care to 
their clients in the community. This further resonates with James’ (1992) study, that suggests 
family care is a twenty-four hour ‘on call’ responsibility. Hospice staff offered further ‘family 
style’ commitment by spending long periods of time when visiting people at home. Most 
visits lasted over an hour; on one occasion the hospice staff were observed with the patient 
and family for three hours as they ate lunch together. These findings provide a contrast to 
the loss of the family dynamic in the hospice movement in the UK as it moved towards 
bureaucratisation and professionalization (James and Field 1992). Yet, it is interesting to 
note that Froggatt (1997) suggests that it is the ‘communitas experience’, the feeling of 
community and family, that hospice staff in the West try to recreate in hospices, when 
supporting patients and their families. So far, the discussion has considered truth telling 
practices by family and hospice staff and has then considered how hospice presents itself as 
family and uses family style communication and care. It will now go on to discuss the 
importance of family structure for the dying person in Addis Ababa. 
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5.4. The Importance of the Family in Caring for the Dying 
 
The social structure supporting the dying person in Addis Ababa is the community 
surrounding him or her; there is no government social care provision. The community was 
involved in care predominantly through the family and additionally through neighbours, ‘idirs’ 
(a community insurance system) and religious groups. This community structure found in 
Addis Ababa resonates with Walter’s social construct of traditional death, where he 
describes the context of traditional death as a ‘dense circle of kinship and community’ 
(Walter 1994:52). Family was observed as being culturally constructed in this urban palliative 
care setting in various ways. Family in this setting comprised of immediate family and also 
extended family, such as cousins. Family was seen as being the main source of carers, and 
was central to decision making, as discussed previously with regards to non-disclosure of 
information. Family was observed predominantly in multi-generational settings, with the older 
children acting as carers for their parent. This was found to provide the dying person with a 
strong support system, where siblings were able to offer respite to each other as carers. 
Further cultural constructs of family included a widow being the head of the family. Some of 
her adult children were found to live with her, whilst others lived outside of the family home, 
offering both comfort care and financial support. This collectivist orientation portrayed in the 
study is further substantiated by similar family situations in sub-Saharan Africa, for example, 
as found amongst the Kimeru in Kenya, where extended family and the wider community 
provide the capacity to care (Murray et al. 2003). 
It can be argued that family is important whether someone is dying in a traditional setting 
such as Ethiopia or a modern setting in the West. Indeed, Broom and Kirby (2013) found, in 
Australia, that family dynamics were central to shaping end of life care. Nevertheless, Broom 
and Kirby’s study highlighted how traditional family care-giving has changed as 
individualised living contexts in the West, have led to an intergenerational disruption in 
responsibility for care and that caring for their dying loved can put a strain on family 
relationships. Hospice in-patient care in Australia was viewed as a place to help the patient 
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and family who were not able to cope with complex symptoms. In contrast to Broom and 
Kirby’s (2013) work, my study still shows an intergenerational family caring structure that 
offers the collective support of the family supported by hospice care in the community. 
Broom and Kirby (2013) further argue that the provision of hospice in Western communities 
allows the family to have choice with regards to where their dying loved one dies and so 
helps support the ‘individualised’ family and absorb some responsibility in care. My study 
shows the genesis of palliative care and how hospice staff are also beginning to offer help 
and support to the family, as seen in Broom and Kirby’s study. The study, as well as 
illustrating the emerging palliative care service, also reveals the pivotal importance of the 
family as carers and the obligation surrounding the care provided. This is illustrated by the 
concept of ‘accompanied dying’, which will be discussed below. 
This ethnography offers more than a description of the social structure of the community; it 
reveals insights into its care behaviour. It demonstrates how family members, through 
personal sacrifice, provide comfort to their dying loved ones in order to ensure that he or she 
is physically, spiritually and emotionally supported. This study found that the dying person 
becomes a central concern to the family and the community. This is typified by the 
participant account of Rahel, as she describes caring for her sister with cervical cancer and 
HIV (see 4.3.2.), and testifies that caring for her sister is her only priority. In order for Rahel 
to make her sister a priority, she makes sacrifices, and this is done through emotional work 
(Hochschild 2012). Emotional work is the term used by Hochschild (2012) to describe the 
same behaviour as emotional labour within personal relationships rather than paid 
employment. Both, emotional work and emotional labour involve the managing of emotions: 
the induction and suppression of feeling to create the proper state of mind in others 
(Hochschild 2012). Hochschild (2012:68) suggests that the ‘deeper the bond’ the more 
emotional work takes place. This study demonstrates, firstly, the intensity of emotional work 
as carers sacrifice other significant family relationships, time and money in order to ensure 
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that the dying person is ‘not upset’, thereby creating the proper state of mind in the dying 
person. Secondly, they offer their presence by ‘being with’ their dying loved one. 
Rahel, in her account, offers companionship to dying sister, as she states: ‘I will be with her’. 
This was further illustrated by another participant, Tigist, who sacrificed immediate family 
relationships with her husband and her son in order ‘to be with’ her mother, thus 
demonstrating emotional work (Hochschild 2012). This observed process of sacrificing 
relationships in order ‘to be with’ their loved one revealed a strong cultural dynamic in this 
study, which I have termed ‘accompanied dying’. Accompanied dying can be defined as a 
caring behaviour where the carer offers the dying person companionable presence. This 
concurs with Beyene (1992), who suggests that Ethiopians surround a person at a time of 
crisis. 
This finding of ‘to be with’ or ‘accompanied dying’ illustrates the importance within the culture 
of being either part of or belonging to a community. Walter (1994), in his discussion of 
traditional death, advocated that, the experience of personhood - what qualifies as being 
human - is intrinsically linked to belonging to a community. Carers and loved ones 
demonstrate ‘belonging’ in this study through the cultural dynamic of ‘accompanied dying’. 
Furthermore, belonging to the community is illustrated in the way physical and emotional 
care is provided by each other. This is expressed through emotional labour or emotional 
work, where the importance of deference permitted the dying person’s emotional and 
physical needs to be put first by the community (Hochschild 2012). 
The concept of accompanied dying was further evident in the way family members, carers 
and hospice staff spoke to the dying person. Not only did they offer their companionable 
presence, but they also offered encouraging words of accompaniment (see 4.2.4.3.). ‘We 
are with you’ was a recurring exhortation found in the data, demonstrating that accompanied 
dying was seen in this study as more than just an observed behaviour; it also had a ‘script’ 
attached to it. Supporting this concept, Seale (1998) identified that there are different cultural 
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scripts which exemplify ways of dying in different cultures. A cultural script can be identified 
as a way of ‘articulating cultural norms, values and practices in terms which are clear, 
precise, and accessible to cultural insiders and outsiders alike’ (Goddard and Wierzbicka 
2004:153). Seale (1998) uses four main scripts to describe modern society: modern 
medicine, revivalism, anti-revivalism and religious. In this traditional setting, evidence of a 
religious script was found. Illustrations of this cultural script were found in this study where 
participants were heard praying for and blessing their dying loved one (see 4.2.4.1. and 
4.2.4.2.). This finding embodies Walter’s construct of traditional death, where he states that 
death is discussed in religious terms (Walter 1994, Aguiar et al. 2013). However, it could be 
argued that this study offers a further cultural script that articulates the cultural practice of 
accompanied dying by the repeated exhortation ‘we are with you’. Seale (1998) suggests 
that it is possible for a society to have ‘multiple scripts’, and this study offers evidence of 
both a religious and an accompanied dying script.  
Nevertheless, this ethnography also portrayed occasions when ‘accompanied dying’ was not 
found. As in Broom and Kirby’s (2013) study, problematic dynamics and transgressions in 
families were demonstrated. At the hospice, one of the patients who was dying of HIV and 
cervical cancer had been asked to leave her home by her elderly parents as she was ‘taking 
too long to die’ Her parents were concerned about her HIV status and were unable to 
continue her care; therefore, the hospice admitted her. Furthermore, the hospice staff heard 
about a lady who was living by the side of the road under some plastic sheeting and 
cardboard; she had advanced breast cancer and had no relatives to care for her. These 
findings demonstrate that, although ‘accompanied dying’ and dying at home was the norm, 
there were incidences where this was not the case, and the hospice offered opportunity for 
support and care. The hospice staff caring for patients with ‘problematic dynamics’ in the 
family (Broom and Kirby 2013), would describe these cases as a ‘social admission’ rather 
than an admission for symptom control. This also links with Lawton’s (2000) study, where 
the hospice is a place for the unbounded body, for problems that cannot be managed by the 
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community. In summary, ‘accompanied dying’ offers insight into how Ethiopians in this study 
offer care to their dying loved ones by managing emotions through emotional work 
(Hochschild 2012) and by offering ‘companionable presence’ at the end of their dying loved 
one’s life. 
5.5. Traditional Death and Palliative Care 
 
The previous section in this discussion demonstrated that the dying community in Addis 
Ababa exhibited facets of Walter’s (1994) ideal type of traditional death. However, this study 
also highlights the genesis of organised palliative care in Ethiopia.  As discussed in Chapter 
two, the modern palliative care movement originated in the West, which at its inception did 
not develop from a traditional framework. The palliative care movement embraces a medical 
paradigm, where one of its foundational concepts is to ‘make dying better’ (Walters 
2004:404). At this particular time of health service development in the country, this 
ethnography contributes insights into how the care of the dying community in a traditional 
social context interacts with the modern notion of palliative care. 
This interaction was demonstrated as hospice staff navigated through two differing 
philosophies. Family members predominantly chose not to discuss diagnosis, prognosis and 
dying with their loved one; however, hospice staff also had some training in the open 
awareness ethic of Western palliative care philosophy. As discussed previously, hospice 
staff showed deference to the family carers (Hochschild 2012) by respecting the family’s 
wishes and cultural norm, thus illustrating the interplay of traditional and modern dying. 
This study demonstrates the genesis of modern palliative care and how the service is 
developing at this present time, whilst still at its fledgling state. The hospice represented in 
this study is a local non-governmental organisation and is therefore a limited resource. The 
hospice has a memorandum of understanding with two government hospitals in the capital 
and with a local clinic. However, for the service to become main stream, it would need to 
operate in the other eight regional states in the country. These unique observations support 
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Wright et al. (2006) and Lynch et al.’s (2013) assessment that services will be limited if they 
are not integrated into existing mainstream services in order to provide maximum coverage 
and care.  
The interplay between traditional and modern dying was illustrated in this study in various 
ways, one of which was the observed cleanliness of family carers and the hospice staff when 
handling body fluids. Cleanliness was found to provide a traditional ‘frame’ for the family, 
which was rooted in religion (Douglas 2002) and also provided emotional comfort to the 
dying loved one (Hochschild 2012). This was demonstrated by a carer as she described 
washing her loved one’s clothes to ‘avoid the sadness’. The hospice staff, on the other hand, 
were using modern palliative care skills to attempt to ‘bind’ patients who were unbound with 
complex symptoms by using antibiotics and dressings (Lawton 2000). The underpinning 
ethic of a hospice facility, according to Lawton’s seminal work, ‘is to be a mediator between 
the unbounded and the bounded body’ (Lawton 2000:129) (see 2.2.3.4.). She suggests that 
hospices have become enclaves where people are separated from mainstream society due 
to their body physically deteriorating or ‘becoming unbound’ (Lawton 2000:128).  
In contrast to Lawton, this study reveals that the dying person is predominantly cared for at 
home, ‘front stage’ in the living room (Goffman 1990). He or she was not seen to be 
separated from society, and the community openly came to visit. The handling of body fluids 
and physical bodily deterioration was dealt with in the home environment and was found to 
be a complex problem. This was due to lack of resources such as dressings, drugs and 
radiotherapy. Families kept the house clean, but did not always have the equipment needed 
to handle the body fluids and smell, or ‘unboundness’, as described in the findings chapter. 
Hospice staff and carers were seen attempting to ‘bind’ their patient’s body by using 
dressings where possible. Yet, due to the lack of resources, in many cases it was impossible 
for hospice staff to reinstate boundness to their patients, which was demonstrated by 
wounds being left exposed to the community. As the dying person is cared for at home, he 
or she was observed experiencing companionship by ‘accompanied dying’, as described 
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above. With this caring behaviour, the patient remains central to the community and was 
observed having continued social interaction. Therefore, evidence of social death prior to 
physical death was not generally observed (Sudnow 1967 and Walter 1994). However, there 
were two cases where it could be argued that social death was seen. As already mentioned 
in the previous section, hospice staff found a lady living on the side of the road who had no 
relatives, so in her situation there was evidence of social death.  Furthermore, a patient was 
admitted to the hospice, as the family had thrown her out because ‘she was living too long’ 
Interestingly, social death and ‘living too long’ (Lawton 2000:149) prior to physical death 
have been evidenced in the literature in the modern hospice setting, as patients are removed 
from society within the liminal space of the hospice (Walter 1994, Lawton 2000). 
Interplay between modern palliative care skills and a traditional social context was found in 
this study. This resonates with Walter (1994), who suggests that societies can exhibit 
mixtures of traditional, modern and neo-modern dying. He uses Ireland as an example, 
where a modern medical model of care with a low death rate is combined with a social 
context of community and tradition (Walter 1994). This interplay between traditional and 
modern dying found in this study is further evidenced in the literature by studies performed in 
Japan and Spain, which demonstrated a traditional social context and a modern medicine 
infrastructure of care (Uchitomi and Yamasaki 1997, Aguiar et al. 2013). 
The traditional and the modern are demonstrated by the hospice staff in their care, as they 
move towards the emergence of an Ethiopian type of palliative care service. As discussed in 
the literature review, palliative care is linked to ‘making dying better’ (Walters 2004) and 
attempts to facilitate a good death. This study offers various perceptions of what is seen as a 
preferred way of dying, or a good death, in Ethiopia. A central perception found in this study 
when considering a good death is the importance of family and togetherness. Danny and 
Alem demonstrate this by providing the dying person and family with a relational, family style 
service, where hospice is seen as ‘family’ and providing twenty-four on call care, thus 
showing familiarity and closeness (James 1992). By offering this type of service, it helps the 
    
268 
 
patient and family accept the care of the hospice staff, thus helping to facilitate the 
importance of family when dying. 
The Ethiopian style of palliative care observed was also seen to help support patients and 
family spiritually. Danny was found to encourage concerned family members to see the 
imminent death of their mother to ‘be in God’s hands’ and was seen praying with patients 
and family members. This concurs with Walter’s (1994) construct of traditional death, where 
he suggests that the authority is found in God and tradition. Thus, it could be argued that a 
preferred way of dying, or a good death, in Addis Ababa involves being at peace with God. 
This resonates with Kikule’s (2003) study that a good death in Uganda is being at peace 
spiritually. 
One of the unique aspects of this emerging palliative care service is that it offers a modern 
medical approach to symptom control management, which previously has not been available 
in the country. It offers pain relief by using oral morphine and provides treatment to help with 
body fluids and smell in an attempt to support the patient’s body as it deteriorates. An 
example of this was when Danny visited George, a patient at the government hospital. 
Danny subsequently brought him to the in-patient facility to treat his fungating head and 
facial tumour. Wondwesen, a nurse who worked at the in-patient facility, was observed 
treating him by opening Metronidazole tablets and sprinkling the powder all over the 
fungating wound to help alleviate the smell. Before George was given support by the hospice 
staff with his symptoms, he admitted to being suicidal because of the smell; his body was so 
‘unbound’ (Lawton 2000). The hospice staff helped alleviate the smell, and then George was 
able to go and die at home with his family. This example shows that a preferred way of dying 
is to have symptoms controlled, if possible, in order to alleviate suffering.  
The new emerging palliative care service works together with the family to care for the dying 
patient in order to offer a preferred or a good death by closeness (James 1992) and support. 
The priority of this support involves emotional care to ensure that the dying person’s 
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emotions are managed in order that they are ‘not upset’ and that an emotional equilibrium is 
sustained. Furthermore, the preferred way of dying is accompanied; the family and 
community offer their companionable presence through emotional work. The palliative care 
service offers symptom control in an attempt to alleviate suffering and to support the patient 
as their body deteriorates. Having discussed the findings in the light of current literature, the 
discussion will progress to offer a critique of the study. 
5.6. Critique of the Study 
5.6.1. Study Strengths 
An ethnographic approach allowed for an in-depth study of patients, family carers and 
hospice staff in their own setting. This robust methodology enabled the participants to talk 
about their experiences, and the findings illustrate a clear and detailed account of the culture 
of care behaviour amongst the care of the dying community in Addis Ababa.  
As already mentioned, within ethnography, the researcher is the primary research instrument 
(Wolcott 1999). In this study, I attempted to locate myself openly and honestly (O’Reilly 
2009) by being reflexive and aware of the multiple identities I presented as a researcher, 
which gave me both insider and outsider status. For example, being a British White 
Researcher made me an outsider. Yet, my experience as an Amharic speaker allowed me to 
communicate with the participants without having to use a translator. Additionally, my 
cultural understanding from working and living with Ethiopian refugees helped me to 
understand nuances and behaviour, which aided data collection. Furthermore, my previous 
involvement in relief and development assisted access to the research setting and offered 
insight into research in a developing country, thus strengthening this study 
The innovative research design allowed me to be aware of ‘self’ and offered a means of 
being reflexive (O’Reilly 2009). By incorporating strategies such as having two periods of 
data collection and a research diary, they allowed for issues such as over rapport to be 
discerned and addressed swiftly. Moreover, the first part of the fieldwork allowed for a ‘big 
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net approach’ (Fetterman 2009:32), which allowed me to meet everyone and begin to 
observe patterns and behaviour. The second part permitted me to focus on areas close-up 
(Fetterman 2009). During the time gap between these two periods, I was able to consider 
the data I had obtained and reflect on my approach and what further areas needed to be 
explored, which offered strength to the overall study. 
The strength of the study’s credibility was shown by using multiple methods of data 
collection, allowing for triangulation of methods and sources to ensure congruence of the 
results. Participant Observation allowed me to capture naturally occurring data that informed 
care behaviour. Ethnographic interviews allowed me to gain further information on beliefs 
and attitudes surrounding care. Data was coded and checked by myself and then reviewed 
by my supervisory team to ensure that codes and themes were identified by others. An 
authentic understanding of people’s experience was ensured through coding to ensure that 
themes were representative of the care of the dying experience (Seale and Silverman 1997). 
By careful analysis, deviant cases were also reported, for example, there were two cases 
where the cultural norm of family support was not found; one patient had no family members 
and the other had been thrown out by the family (Seale and Silverman 1997).  
 The study’s credibility was further strengthened by the process of forward and backward 
translation to ensure that the translation made was as accurate as possible (Seale and 
Silverman 1997).  Additionally, further aspects of the transcript were member checked by a 
member of the hospice staff and a language helper for accuracy and nuance of language 
and meaning, (Fetterman 2009). Furthermore, on a subsequent visit to Ethiopia, I discussed 
the themes found in this study to validate my findings. Credibility was further shown by the 
production of rich excerpts from the data, as found in the findings chapter (Beck 2003). 
Another strength of this study is the audit trail that was established from the commencement 
of the study. My research diary, field notes, interview transcripts and recordings enumerate 
my research story and findings, and make up part of the trail, as well as letters and emails 
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from gatekeepers and participants. Furthermore, monthly reports made at supervisory 
meetings also catalogue the process of the research.  
5.6.2. Study Limitations 
As this was a focused ethnography, it concentrated on the genesis of palliative care in the 
country and how the family cared for their dying loved one, painting a picture of the culture of 
care in the community. However, due to its focus, this study was unable to explore the wider 
cultural system of caring for people with HIV and cancer such as the government hospitals, 
clinics and the use of traditional medicine. In addition, it does not consider in detail the 
impact of community strength on the available services. Nevertheless, as can be seen from 
the findings chapter, this study represents an in-depth account of care behaviour for the 
dying person living in Addis Ababa. 
Researching such a sensitive topic as people dying, within a relatively limited time frame, is 
a challenge. Thus it was only possible to research the participants I met and observed 
through the hospice service. Although as I started my fieldwork I acknowledged the multiple 
identities I had as a person (see figure 6), and continued throughout to be reflexive when 
writing my field notes to ensure that I was writing about my presence in the study (Coffey 
1999); my presence as an observer may have had an effect on the interactions seen. As this 
study was exploring the introduction of a palliative care programme within an urban 
community, this community was the focus. Yet, many people in Ethiopia live in rural settings; 
this was an area that was not explored in this study, and is therefore a limitation of this 
research.  
The study was further influenced by gender. Women have a much higher incidence of 
cancer than men, with cervix and breast being the leading cancers in the country (ECA 
2011). This was reflected in the study in that the number of men observed and interviewed 
was less than the number of women. However, as the selection of participants was obtained 
using purposive sampling (Silverman 2013) the hospice admission criteria had an effect on 
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selection, which resulted in a predominantly female patients’ caseload. However, the data 
collected from the men does offer other gender perspectives amongst the care of the dying 
community.  
5.6.3. Contribution to Knowledge and Understanding  
This study contributes new knowledge and understanding in four areas. Firstly, it offers 
empirical evidence surrounding non-disclosure of cancer diagnosis, prognosis and dying in 
Addis Ababa predominantly by family members and carers. Previous knowledge of this 
cultural dynamic is scarce and has been principally from anecdotal reports (Wang et al. 
2013). However, the findings of this study go further than offering evidence of non-
disclosure; they provide understanding to the rationale behind this cultural dynamic and 
highlight the importance of how non-disclosure is seen as a protective emotional support 
provided by hospice staff and family carers. In addition, this study offers cultural 
understanding into how family and community members discuss non-disclosure and manage 
and control emotions amongst themselves by using vague terminology to illustrate disease 
progression. It also shows how medical professionals encourage patients and families ‘to 
follow’ them in order to question their diagnosis or prognosis if they so desire. 
Secondly, this study contributes to the body of knowledge by providing novel insight into 
care behaviour, through presenting evidence of the emotional work (Hochschild 2012) 
surrounding the new concept of ‘accompanied dying’. Accompanied dying illustrates how the 
family offer their ‘companionable presence’ to offer emotional support and care to their dying 
loved one. This is done by family carers showing deference to the person who is dying 
through the emotional work (Hochschild 2012) of sacrificing other significant relationships, in 
order to offer their presence. This finding offers understanding into cultural care norms and 
practice within the care of the dying community. 
Thirdly, the study offers new knowledge by illustrating care behaviour with the advent of a 
palliative care service. It illustrates how the hospice staff introduce themselves and the 
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service as ‘family’ and how support with symptom control and social needs are given within 
the restricted resources of the hospice. It also offers unique insight into how the genesis of 
modern palliative care interplays with the social context of a traditional community setting of 
Addis Ababa. 
Finally, this research offers distinctive new knowledge regarding the priority of emotional 
care to the dying person by family carers and hospice staff. It illustrates how physical and 
emotional care is intrinsically linked in care behaviour, as emotional care is expressed 
through action in this society. 
5.6.4. Contribution to Theoretical Understanding and Models of Care 
This study shows that opened, closed and suspicious awareness contexts were found 
amongst the care of the dying community in Addis Ababa, thus, demonstrating Glaser and 
Strauss’ (2005) work in the care of the dying situation in Addis Ababa. However, this study 
not only demonstrates the applicability of Glaser and Strauss’ awareness contexts in an 
Ethiopian palliative care setting. It also offers further insight into Glaser and Strauss’ theory 
by illustrating the missing prominence of emotions surrounding awareness contexts which 
was a critique made of Timmermans (1994) of their original theory. Within the category of a 
closed awareness setting, this study not only demonstrates the awareness concept but 
extends theory by offering a rationale for not discussing diagnosis and prognosis which is 
linked to protecting the emotions of the dying person, by a process of emotional 
management and control. Furthermore, hospice staff working with the patient and family 
were found to try and create a space for openness to allow the patient and discuss cancer 
more openly if this was something that was wanted. However, they ultimately deferred to the 
family by self-managing their own emotions and feelings. These findings offer a theoretical 
contribution to the missing prominence of emotions surrounding a closed awareness context 
in Addis Ababa.  
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This study also offers a theoretical contribution to ‘family’ care as a model for an Ethiopian 
palliative care service. Previous studies by James (1992) and James and Field (1992) 
demonstrate that family care was the original palliative care model presented. However, due 
to routinization, professionalization and bureaucracy, James (1992) suggests that hospice in 
the UK should be defined as a ‘workplace’. However, this study provides a model of ‘hospice 
as family’. Staff offer a relational style model by providing a twenty four on-call service, and 
use communication strategies to promote trust, familiarity and closeness (James 1992). 
Furthermore, staff work with the prevailing cultural dynamic of the family being the key-
decision makers when planning care. It contributes to theory by demonstrating that a family 
model is appropriate when caring for the dying in Addis Ababa and provides insight into how 
this family style service is delivered. 
This study not only offers original contributions to theory but demonstrates the applicability of 
previous theory and its use in a palliative care setting in Addis Ababa. An example of this is 
Lawton’s (2000) theory on hospice care and the unbounded body. She argues that hospice 
is a place where as the body deteriorates, staff attempt to ‘rebind it’ by providing symptom 
control. This study contributes to this theory by demonstrating ‘unboundness’ and 
‘boundness’ within the context of Ethiopian society. Research findings from this study show 
firstly that the concept of ‘unboundness’ and ‘boundness’ are relevant in this different social 
context and furthermore with the advent of a palliative care service, the hospice in Addis 
Ababa attempts to support the patient and family by offering symptom control to try and 
‘rebind’ the dying person’s body. However, this study would suggest that because of the lack 
of palliative care services in the country, ‘binding and rebinding’ of the body occurs 
predominantly in a home setting. 
The findings from this study also reveal evidence of Hochschild’s (2012) work on emotional 
labour. Family members were seen to use emotional labour and work by ‘giving up 
everything’ to care for their dying loved one, at an emotional cost to other family members. It 
also demonstrates how hospice staff use ‘deference’ as part of emotional labour to care for 
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the dying patient and family. Furthermore, the research identifies ‘feeling rules’ that 
demonstrate how emotion and care behaviour are intrinsically linked. This study shows that 
Hochschild’s emotional labour theory that was originally used amongst American participants 
is applicable to an Ethiopian palliative care setting. 
This study further adds to theoretical understanding by describing a model of care that is 
outlined in Figure 17. 
Figure 17: The ‘An-d-lie’ Model - a Public Health Approach to Urban Palliative Care in 
Ethiopia 
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and healthcare contexts of urban palliative care in Ethiopia. This model is a heuristic device, 
to encapsulate the findings of the study; however it has not been tried and tested. The An-d-
lie model describes the interdependence of palliative care services+ family + community as 
they provide care for the dying patient. Figure 17, illustrates that the family is at the centre of 
care, as they are the key decision-makers, but are also interdependent on the community 
and palliative care services. It is noteworthy that the patient is not represented as a separate 
identity in the diagram as the model considers the cultural and social context of the family as 
they demonstrate collective responsibility (Conway 2011 and Selman et al. 2014). As 
already discussed in 4.1.1.1., Conway (2011:10) uses the term ’collectivist responsibility’  to 
describe how a society governs death and is accountable to each other for caring for the 
dying. This is illustrated by the way the family unit makes shared decisions on behalf of the 
patient, in order to ‘not upset’ their loved one and to maintain the dying person’s emotional 
equilibrium (see 4.1). This model further describes how the family provides practical care by 
offering accompanied dying as family members ‘stop everything’ so that they are able to 
provide comfort care and accompany the dying person (see 4.3). According to Kellehear and 
Young (2011), palliative care services and communities working together are crucial for care 
of the dying to be successful. In this study, the interdependence of family and palliative care 
services is described as they mutually complement and support each other in providing care. 
This is demonstrated particularly in the breaking of bad news where hospice staff provided a 
‘space for openness’ to allow the patient an opportunity to discuss his illness, but ultimately 
deferred to the families’ wishes (see 4.1.2).  This is further illustrated in this study by hospice 
staff providing help with fungating wounds and symptom control, but, do not take over the 
dying person’s physical care (see 4.4.2.). The wider community are also involved in this 
interdependent relationship with the immediate family and palliative care services as they 
provide practical support with meals, money, visiting and other practical support. The 
religious communities surrounding the family also offer spiritual support, thus emphasising 
the ‘togetherness’ in  the ‘An-d-lie’ model of care described. This model which is community 
based, offers a cultural and social model of care that is appropriate for an urban Ethiopian 
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setting. It demonstrates the importance of culture and spirituality in providing a holistic 
approach to care, which is often overlooked in general palliative care provision (Selman et 
al. 2014).  
5.7 Implications of the Study   
 
The findings of this study have implications for health care practitioners, policy makers and 
educators, and these will now be discussed. As mentioned at the beginning of this study, 
health care in Ethiopia is organised through the Public Health system but is heavily 
augmented by the Private Sector, through NGOs and charities. A sizeable number of the 
NGOs and charities working in Ethiopia have international employees, predominantly from 
the West. As this study shows, caring for patients with advanced cancer is a cultural 
phenomenon. Wright et al. (2006) suggest that, if culture is not considered when planning 
end of life care, it is ‘doomed to fail’. This study has implications for international relief 
workers, as it offers cultural information surrounding care behaviour. It particularly offers 
insight into the priority of emotional care and the dominant non-disclosure ethic in Ethiopian 
society, which would potentially be different from the relief workers’ Western cultural 
framework. Furthermore, it demonstrates how Ethiopian health professionals deal practically 
with this ethic. 
This study also has implications for Ethiopian health care practitioners, as it offers 
understanding in how palliative care, as a new service, operates and works within the 
existing health structure. It also provides a deep analysis of care behaviour and the essence 
of emotional care given by family members. It further shows how hospice staff engage with 
the family by offering a relational service that defers to the family with regards to decision 
making. 
The study has implications for policymakers in various ways. As already mentioned in this 
study, at this present time, there is no government palliative care policy. This study offers 
data surrounding care behaviour of the family and emerging palliative care services, which 
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will assist policy makers when making decisions about care provision. Furthermore, for 
policy makers planning care, it provides data regarding the lack of equipment available for 
care of the dying, for example, dressings, soap, food and medicines. It also offers evidence 
into lack of resources and the burden of care for the family, thus offering beneficial 
information for policy makers.   
Further implications of this study potentially have an effect on education. Firstly, it provides 
information for funders involved in planning education for health professionals. 
Undergraduate nurses and medical students have no input with regards to oncology and 
palliative care in their training. Moreover, it offers nurse educators and nurses treating 
cancer patients, information regarding care behaviour which highlights areas required for 
training and patient education. For example, family members were unsure about how to feed 
their dying loved one.  
Finally, the study has implications for international NGOs, as it demonstrates the need for 
cultural training for Western staff, especially surrounding the areas of the priority of emotions 
and the cultural dynamic of non-disclosure. Additionally, it offers insight for development 
workers into providing support and training for the local staff and community. 
5.8 Recommendations from this Study 
From the above contributions and implications highlighted in the sections above, I would now 
make the following recommendations from the evidence provided from this research. 
 
5.8.1. Recommendations for Further Research 
I would suggest that further study of how Ethiopians care for their dying in rural communities 
is undertaken to provide further insight into how a more countrywide palliative care service 
can be established. I propose that an ethnographic stance is taken, as similar to the situation 
in this study, nothing is known about the community and an ethnography would provide an 
comprehensive picture of the current situation (O’ Reilly 2009). 
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 I would also recommend that research is performed to gather more information of the 
patient journey and examine interactions with traditional healers and government hospitals 
before coming into contact with palliative care services. I would propose a case study design 
(Creswell 2002). A multi-sited case study would allow the researcher to visit traditional 
healers and hospitals to follow the patient journey. Use of such a methodology, would allow 
the researcher to report ‘the lessons learned’ from the case(s) which would be beneficial in 
adding to the body of knowledge (Lincoln and Guba 1985). 
 In addition, I would suggest that, in future research, there is an emphasis on recruiting male 
cancer patients. This would offer a broader picture for planning care provision and offer 
further insights into care behaviour. The sampling in this study incorporated the hospice’s 
admission criteria, thus, male recruitment was limited. However, the use of male participants 
obtained from the Addis Ababa Cancer Registry (AFCRN 2014) may allow for a larger 
sample. A quantitative survey design would be beneficial to provide data from a larger   
representative sample to provide a broad picture on current care provision.  Finally, I would 
propose that, after a period of five years, a further ethnographic study be performed to chart 
the effect of palliative care services within the country’s health service. I would advocate the 
use of different research methodologies in the above recommendations for future research in 
order to ensure that varying types of data are gained. 
5.8.2.  Recommendations for Health and Social Care Policy 
Family members were found to sacrifice financially to care for their loved ones; this was 
shown to have both financial and relational implications for the family. I recommend that 
provision of financial support for low-income families be investigated so that family members 
are able to provide care without falling into further poverty. This resonates with Harding and 
Higginson’s (2005) work amongst those dying with HIV/AIDS in sub-Saharan Africa, where 
they stress the importance of palliative care to be ‘Africa-specific’. Furthermore, I would 
recommend the use of Checkland’s CATWOE systems perspective model (see 2.1.2.1.) to 
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highlight the environmental constraints that need to be addressed, in order to provide a 
countrywide palliative care service. I would recommend that the government assists families 
with school fees or rent in order to allow family carers to provide for other family members, 
whilst they care for their dying loved one (Murray et al.2003).  
I would also advocate that the Federal Ministry of Health provide better equipment to allow 
for care by families and health professionals. I would recommend that a scheme should be 
implemented providing a ‘Care Pack’, consisting of a bucket with a lid, disposable gloves, 
dressings, tape, plastic sheeting, soap, washing powder and sheets. This equipment, as 
illustrated from the study, would be beneficial for the family and hospice staff as they care for 
the dying person. The development of a service that allows for safe disposal of dressings 
would be a further recommendation. 
5.8.3.  Recommendations for Education and Practice 
I would recommend that the educational programmes for general pre-registered nurses and 
medical students include in the curriculum the priority of emotional care when caring for the 
dying patient and family. The curriculum should discuss the cultural dynamic of both non-
disclosure and accompanied dying. Communication skills workshops for general students 
and qualified staff should be taught in order to provide them with strategies to assist families 
and dying loved ones explore diagnosis and prognosis, if this is something wanted by the 
family. Workshops for palliative care staff and those working with dying patients on general 
hospital wards should include teaching the use of tactful communication and the ‘to follow’ 
technique, as demonstrated by Dr Benium in this study. Dr Benium used a strategy to gain 
the patient and family’s trust by encouraging them to follow him; he then showed them that 
the treatment was ineffective and that he was failing them. Consequently, this encouraged 
the patient and family to question him if they wanted to. Using Dr Benium’s ‘to follow’ 
technique may also be useful in countries that have a similar cultural dynamic to Ethiopia of 
non-disclosure.  
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With regards to educational curriculum design, a recognised current model used for teaching 
how to break bad news is the SPIKES model by Baile et al. 2000. The protocol consists of 
six steps: 1) SETTING UP the interview, 2) Assessing the Patient’s PERCEPTION, 3) 
Obtaining the Patient’s INVITATION, 4) Giving KNOWLEDGE and information to the patient, 
5) Addressing the Patient’s EMOTIONS with empathetic responses, 6) STRATEGY and 
SUMMARY (Baile et al. 2000). This model originated from researchers working in the United 
States of America and Canada and has been found to reflect the consensus of experts about 
what are essential elements in breaking bad news (Baile et al. 2000). However, the SPIKES 
model does not fully consider cross-cultural contexts when breaking bad news. In step two, 
assessing the patient’s perception, Dr Benium’s concept of getting the patient ‘to follow’ as 
he explains to the patient and family how the treatment has not worked and that he has 
‘failed’ in curing his patient, may support the original SPIKES model further. Therefore, 
allowing the SPIKES model to be used in nurse and medical education programmes in 
Ethiopia and countries with a similar cultural dynamic. 
A further recommendation is that the findings of this study be used to help train health care 
professionals in the UK to inform them of cultural aspects of end of life beliefs and practices 
among the Ethiopian migrant population. For example, the position of the family as decision 
makers, the importance of not wanting to upset, the concept of accompanied dying may offer 
UK health care professionals insight into how to provide culturally appropriate care. 
Looking at advanced cancer and care of the dying from a wider perspective, I propose that 
policymakers, development organisations and educators consider an investigation and 
investment into approaches of cancer screening, prophylaxis and treatment options. Cervical 
cancer is the biggest problem in Ethiopia (ECA 2011) and has devastating side effects, as 
evidenced in this study. However, studies have been performed demonstrating that parents 
and adolescent girls are supportive of the introduction of the vaccine (Birhanu et al. 2012).  
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Finally, I would recommend the planning and implementation of a national palliative care 
policy that allows for the replication of a home-based palliative care programme thus 
allowing palliative care to be available to all. 
5.9 Concluding Remarks 
 
At the beginning of this study, the discussion began with the fact that death is a simple 
universal physical process; the heart stops beating. However, the process of death and 
dying is constructed by society and, as the body deteriorates, death and dying provoke a 
‘culturally shaped reaction’ (Seale 1998:49). This thesis has offered insight into the 
complexity of this construction and has identified the ‘culturally shaped’ reaction to be that of 
‘not wanting to upset’ the dying person. 
This study has highlighted the pivotal importance of the family as carers. It has 
demonstrated that ‘not wanting to upset’ was found to be the motivation of care and 
essential for the dying person’s well-being. This was evidenced through the strategy of non-
disclosure which was used to emotionally protect the ill family member from deep sadness 
associated with having a terminal illness. The priority of ‘not wanting to upset’ is further 
highlighted in the way hospice staff provided emotional and practical care, through a family 
style service that offered familiarity and closeness. Hospice staff were found to ultimately 
defer to the patient and family’s feelings. These findings demonstrate the complexity of the 
Ethiopians ‘culturally shaped reaction’ (Seale 1998:49) to death and dying and emphasise 
the importance of exploring culture in order to provide tailor-made palliative care services, 
rather than adopting a model of care which has not given consideration to cultural behaviour.  
This ‘cultural shape’ of ‘not wanting to upset’, as well as its emphasis on emotional care, has 
also offered insight into how families provide their companionable presence to ‘accompany’ 
the dying person; again an important facet to identify when planning further care. It is hoped 
that this study on cultural behaviour and practices provides insight into how family and 
hospice staff care for the dying person within the emerging palliative care service in Addis 
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Ababa, thus creating a more detailed picture of the culture of care. It is envisaged that this 
study will be of use to those planning further palliative care services to support the 
improvement of services for the Ethiopian community. 
5.9.1. A Postscript- My Ethnographic Journey 
This process, which started with a scoping visit and sitting outside government offices, has 
personally been thought provoking and valuable, both in the research process and in my 
relationship with the hospice staff, patients and family. 
Using focused ethnography as a methodology, has made me appreciate the complex, 
socially constructed concepts around dying within Ethiopian society and has helped me 
realise how, using a qualitative methodological stance, has illustrated this. Although I have a 
background of working with Ethiopian refugees, this study has given me a detailed 
understanding of the culture of care in their home country, which has already influenced                                                                                                                                                                                                 
my thinking in planning future projects.  
This study has highlighted to me the ‘multiple identities’ that I bring to my role as a 
researcher and as a development worker, and has encouraged me to be a more reflective 
practitioner as I work in a culture which is different from my own. Furthermore, the process of 
supervision during this project has caused me to be more analytical and has taught me to 
question and engage, rather than just accept a concept or a problem. 
During this journey, I feel I have gained a deeper understanding of the participants by seeing 
the commitment and limitations the staff and family members have when caring for the dying 
person. This study, although difficult at times, has been an important part of my personal and 
professional development. 
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Ethiopia 
69 patients Lack of awareness. Early 
symptoms ignored. First present 
to traditional healers. Multiple 
hubs. Lack of communication. 
 
B+ 
 
Interactive 
Goody 2003 Caring for 
Uganda 
  Interview Uganda Individual History of Anne Merriman’s 
interest in palliative care. History 
of Hospice Uganda. Financial 
challenges, working with Ministry 
of Health. Need with HIV/AIDS 
patients. 
 
C+ 
 
Interactive 
Gwyther et al. 
2009 
Advancing 
palliative care 
as a human 
right 
 
X 
 Historical overview Worldwide Unknown Looks at opio ignorance. Laws. 
Palliative care articled within 
international bill of human rights.  
 
B+ 
 
Interactive 
Harding & 
Higginson et 
al. 2005 
Palliative care 
in Sub-
Saharan 
Africa 
 
 
 Reports review 
 
Systematic review 
Sub-Saharan 
Africa 
26 
palliative 
care 
organisat-
ions 
169 
publica-
tions 
Access to drugs.  
??African model necessary. 
Importance of education. Need for 
evaluation. HIV/AIDS and PC. 
National policy Good death in 
Africa. Lack of drugs. Service 
models. Policy, strategy and 
advocacy and national 
regulations. 
 
B+ 
 
Interactive 
Harding et al. 
2011 
Symptoms of 
cancer 
patients in 2 
African 
countries 
  
X 
Questionnaire 
Interviews 
Uganda 
South Africa 
112 
patients 
Of 112, 22 had diagnosis of HIV, 
10 on ART. Use of tool for 
assessment of symptoms. 
Importance of culture and beliefs. 
Compared data to USA, report of 
symptoms higher than other 
studies.  Reveals information on 
burden and prevalence in area. 
 
B 
 
Interactive 
  
Author Focus of 
research 
Qual Quan Data collection method Location Sample  
size 
Key findings Evaluation  
of research 
and Type of 
knowledge  
Harris et al. 
2003 
Disclosure of 
cancer 
diagnosis in 
Tanzania 
 
X 
 Ethnography 
Interviews 
Participant observation 
Key documents 
Northern 
Tanzania 
314 hours 
of PO 
37 
interviews 
Ethical challenges that arise in 
clinical practice. Truth telling 
attitudes different between 
Tanzanian doctors and 
international doctors. Mzunguko 
Counselling Method - round and 
round. 
 
A 
 
Interactive 
Hartwig et al. 
2009 
Scaling up 
community 
based 
program in 
Tanzania 
  Report Tanzania 19 
hospitals 
Hospital-based model composing 
nurses, social worker and 
pastor/chaplain overseen by 
physician. Follow-up home visits, 
individuals in need of basic home-
based care. Use of community-
based volunteers. Use of 
morphine. Training of volunteers. 
Scale up in stages. Faith-based 
organisations.  
 
B 
 
Interactive 
Huijer et al. 
2009 
Palliative care 
in Lebanon. 
Knowledge, 
amongst 
nurses 
 
X 
 
X 
Survey  
Self-administrated 
questionnaire 
Lebanon 1,873 
nurses 
from 15 
hospitals 
Non-clinical nurses had better 
outcomes on knowledge than 
other specialities. Oncology 
nurses more favourable attitudes 
to informing patients. Need for 
formal education in palliative care 
and development. Surgical and 
other acute services negative 
attitudes to families’ questions 
and concerns. 
 
B 
 
Critical 
Interactive 
Jack et 
al.2011 
Value of 
volunteers in 
Uganda 
 
X 
 Interviews 
Focus groups 
Uganda 43 
interviews 
Cultural dynamic of volunteer: 
pride, effects status in community. 
Discusses use of community 
volunteers in Kerala, India. More 
men, middle aged than UK. Play a 
vital role in PC. 
 
B 
 
Interactive 
  
Author Focus of 
research 
Qual Quan Data collection method Location Sample  
size 
Key findings Evaluation  
of research 
and Type of 
knowledge  
Kassa et al. 
2014 
Assessment 
of knowledge, 
attitude and 
practice 
towards 
palliative care 
among 
nurses in 
hospitals, 
Addis Ababa, 
Ethiopia 
 
X 
 Questionnaire Addis Ababa, 
Ethiopia 
341 Background to Ethiopia. Positive 
association to palliative care. Poor 
implementation. Communication 
regarding terminal illness. No 
national health policy. No 
palliative care in nurse education. 
 
A 
 
Interactive  
Kikule 2003 Good death 
in Uganda 
 
X 
 
X 
Questionnaire 
/descriptive 
Uganda 173 Three main needs identified: 
control of pain, financial 
assistance, preferred sight of 
death home. 
 
B 
 
Interactive 
Lohman 2008 Government 
should 
improve 
access to 
pain 
 
X 
 Report 
Review 
Articles 
Interviews 
Worldwide Worldwide Pain treatment gap. Need to 
change policy. 
 
C 
 
Critical 
Lynch et al 
2013 
Mapping of 
palliative 
care, 
Worldwide 
update 
 
X 
 
X 
Previous report update 
Interviews 
Information from 
champions 
Worldwide Worldwide Change in categories. 
Improvement in PC services 
worldwide. Still more to do. 
Ethiopia in new category.  
Categories defined by information 
and informants. 
 
B 
 
Critical 
Machira 2013 Impact of 
educational 
pain 
management 
programme, 
nurse’s pain 
knowledge 
  
X 
Quasi-experimental 
Questionnaires 
Test/retest 
Pain management 
measurement 
Kenya 27 nurses 
in one 
health 
institution 
A deficit in knowledge and 
attitudes prominent in baseline 
after receiving focused education 
nurses scored significantly higher 
on first and second follow-up 
assessment. 
 
B 
 
Critical 
  
Author Focus of 
research 
Qual Quan Data collection method Location Sample  
size 
Key findings Evaluation  
of research 
and Type of 
knowledge  
Merriman 
2010 
Story of Anne 
Merriman and 
Hospice 
Uganda 
       
Nanney et al. 
2010 
Scaling up 
services in 
rural 
Tanzania 
  Article/report Tanzania 13 
hospitals 
Addition of home-based palliative 
care teams to 13 existing 
hospitals throughout rural 
Tanzania using existing hospital 
structure and community structure 
provide a network of care. 
Training of professionals and 
volunteers.  
 
C+ 
 
Interactive 
Onyeka et al. 
2013 
21
st
 century 
palliative 
care: tale of 4 
nations 
 
X 
 Report Ethiopia 
Georgia 
Nigeria 
Tanzania 
 PC fundamental human right. 
Report on 4 countries, growth of 
PC services, importance of 
national policy. 
 
B 
interactive 
Powell et al. 
2014 
Consensus 
building for a 
prioritized 
agenda 
X  Generation of initial topic 
list 
Prioritizing of list by 
nominal group technique 
Windhoek, 
Namibia 
 
Kampala, 
Uganda  
49 
 
 
 
14 
Research imperative for PC as 
evidence based. Lack of quality 
research in Africa culture. Do not 
take into consideration cultural 
and socioeconomic situations. 
Presents list of priorities for 
research.  
 
B+ 
 
Interactive 
Qasem 2010 Palliative care 
amongst E. 
Jerusalem 
Arab 
residents 
 
X 
 Case studies Israel/ 
Palestine 
Patient 
group 
Structure of Arab culture family, 
home hospice most suitable, 
shame of cancer. 
 
B 
 
Interactive 
  
Author Focus of 
research 
Qual Quan Data collection method Location Sample  
size 
Key findings Evaluation  
of research 
and Type of 
knowledge  
Radbruch & 
Radbruch 
2008 
Advances in 
palliative care 
in Africa 
  Report from APCA 
conference 
Nairobi, 
Kenya 
Countries 
in Africa 
25 million people with AIDS in 
sub-Saharan Africa. Access to PC 
rare, very few patients, achieving 
coverage in rural areas difficult. 
Overseas donors, strict business 
plans. Cancer patients in danger 
of being excluded because of 
HIV/AIDS. African Palliative 
Outcome Scale performs well in 
clinical practice. 
Help from Europe not to be seen 
as developmental aid. 
 
B 
 
Interactive 
Reeler et al. 
2008 
Breast care 
initiative in 
Addis Ababa, 
Ethiopia 
  Report of treatment 
programme for breast 
cancer. 
Histopathological review 
Ethiopia 250 
patients 
Use of Tamoxifen. Limited 
investments in programme can 
cause improvement in overall 
approach to disease. Cancer in 
developing countries. Lack of 
data. Referral system. Black Lion 
Hospital. Two trained oncologists 
in Ethiopia at present, no 
specialist cancer nurses. 
Restriction of morphine. No 
budgets.  
 
B 
 
Interactive 
Sawair et al. 
2007 
Cancer in 
Yemen 
  
X 
Questionnaire Sana’a,  
Yemen 
649 
patients 
Squamous cell carcinoma No 1 
Cancer in Yemen. Drain on 
resources. Related to qat 
chewing. No resources for care. 
 
C 
Schaepe et 
al.2011 
Role of PC  
Nurse in 
Uganda 
 
X 
 Semi-structured 
interviews  
Participant observation 
Uganda 20 nurses 
in 2 
hospitals 
Need for psychosocial care and 
spiritual care for patients; 
communication barriers/patient 
relations, support for patients. 
 
B 
 
Interactive 
  
Author Focus of 
research 
Qual Quan Data collection method Location Sample  
size 
Key findings Evaluation  
of research 
and Type of 
knowledge  
Sepulveda et 
al. 2002 
WHO global 
perspective 
on palliative 
care 
 
X 
 Data from country 
reports 
World Worldwide Work in Africa WHO cancer unit 
findings. Opioid availability. Need 
for public health approach. 
 
B 
 
Interactive  
Sepulveda et  
al .2003 
Quality care 
at the end of 
life in Africa 
 
X 
 Interviews Botswana 
Ethiopia 
Tanzania 
Uganda 
Zimbabwe 
Unknown Report on WHO palliative care 
project in Africa. Palliative care 
burden. In Ethiopia the major 
burdens on the family were 
financial & emotional. Inadequate 
pain relief & relief of symptoms. 
Low number of medical doctors to 
patient size. 
 
B+ 
 
Interactive 
Silbermann 
2010 
Opioid use in 
Middle East 
 
X 
 Reports from 
international narcotics 
control board 
Middle East USA and 
several 
Middle 
Eastern 
countries 
IAHPC and WHO need to be 
involved with essential drugs. 
Morphine needs to be added to 
the list. Low incidence of opioid 
use in Egypt. 
 
B 
 
Critical 
Stjernswärd et 
al. 2007a 
Jordan 
palliative care 
 
X 
 Review 
History 
Reports 
Action 
Jordan Nurses, 
patients, 3 
hospitals 
Change in drugs, education, not 
part of national health plan, 
champions have emerged to lead 
development. By 2006 more than 
800 patients per year receiving 
pain relief in 2 centres. Serves as 
model for other countries in the 
Middle East. 
 
B+ 
 
Interactive 
Stjernswärd et 
al. 2007b 
Public Health 
strategy for 
PC 
X  Report Worldwide Unknown Importance of Public Health 
Strategy as best approach. 
Advice, guidelines, national 
palliative care initiatives. 
Collective and social action. WHO 
strategy. 
 
B+ 
 
Interactive 
  
Author Focus of 
research 
Qual Quan Data collection method Location Sample  
size 
Key findings Evaluation  
of research 
and Type of 
knowledge  
Streid et al. 
2014 
Stressors and 
resources of 
caregivers in 
sub-Saharan 
Africa 
 
X 
 Semi-structured 
interviews 
South Africa 
Uganda  
37 
caregivers 
Stressors for family care givers, 
social isolation. Financial and 
emotional problems. Importance 
of government to consider 
resources for carers to prevent 
burnout. 
 
B 
 
Interactive 
Webster et al 
2007 
Palliative care 
public health 
priority in 
developing 
countries 
 
X 
 Previous data 
Reports 
interviews 
Developing 
world 
Unknown Not public health priority. Opioid 
consumption. Yet can be done in 
Uganda. 
 
A 
 
Interactive 
WHO 1990 Cancer pain 
relief and PC 
  Report Worldwide Unknown Pain relief, by clock, by ladder, by 
mouth for individual. Opioid 
availability, WHO strategy. 
Distributions and Supply. 
 
B 
 
Interactive 
WHO 2000 Narcotic and 
psychotropic 
drugs 
  Report Worldwide Unknown Cancer control by the year 2020, 
70% of the annual new cancer 
cases will occur in developing 
countries. Patients are diagnosed 
in late stages. Pain is prevalent 
but especially near end of life. 
Relief is often inadequate = 
treatment gap. Requires 
education and training of health 
care workers and palliative care 
services. Codeine and morphine 
absolutely necessary for pain. 
(INCB) Some countries 
government and health 
professionals working together. 
 
C+ 
 
Interactive 
  
Author Focus of 
research 
Qual Quan Data collection method Location Sample  
size 
Key findings Evaluation  
of research 
and Type of 
knowledge  
WHO 2002 National 
Cancer Care 
programmes, 
Policies and 
managerial 
guidelines 
  Report Worldwide  Challenges facing cancer control, 
world health problem, prevention 
and early detection, pain relief 
and palliative care, definition and 
policy. Research and 
Surveillance. Planning a national 
programme. Issues in developing 
countries, finance. Use of non-
government sector. Detailed 
account. 
 
B+ 
 
Interactive 
Woldeamanue
l et al. 2013 
Cancer in 
Ethiopia 
X  Report Ethiopia Ethiopia Lack of doctors. Lack of cancer 
services. Cancer burden 
increasing. Affect of lifestyle 
changes. Oncology services 
inadequate. Need of registry. 
Importance of HPV screening. 
Patients pay directly for treatment. 
 
B 
 
Interactive 
Wright et al. 
2006 
Hospice & 
palliative care 
in Africa 
 
X 
 Interviews Africa Countries 
in Africa 
Obstacles, set up, storytelling, 
models. 
A 
Core text 
 
Interactive 
Critical 
Wube et al. 
2010 
Palliative care 
program for 
HIV/AIDS 
patients in 
Ethiopia 
 
X 
 Report 
Visits 
Ethiopia 14 towns Not using opioids. Home care. 
Lack of Finance. Importance of 
family and volunteers. 
 
B 
 
Critical 
Zeinah et al. 
2013 
Attitudes of 
medical 
oncologists in 
Qatar 
towards PC  
 
X 
 
X 
Questionnaires 
Descriptive statistics 
Self report 
Qatar 49 
physicians 
Less than half have formal PC 
training.69.4% aware of pain relief 
guidelines. Preference for dying in 
the community. Importance for 
training and education. 
 
B 
 
Interactive 
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Critical Review  
Theme 1: Models of Care  
  
  
  
  
  
  
  
  
  
  
  
  
  
  
      
  
  
  
  
Models of Care   
  
Abu Zeniah 2012a - Middle East   
Abu Zeniah 2012b - Qatar  
Alshemmari 2010 - Qatar  
Alsirafy 2009 - Egypt  
Bingley & Clark 2006 - Middle East  
Ddungu 2011 - Uganda  
Downing 2006 - Uganda  
Qasem 2010 -  Israel  
Saunders 1996 - hospice model in UK  
Stjernswärd 2007 - Jordan  
  
The Impact of Charismatic Leadership   
  
Alexander 2012, Alsirafy 2012, Lohman 2008, Lynch 2013,  Merriman 2010, Schaepe 2011, Webster 2007, Wright 2006  
Champions  
APCA 2014, Bingley & Clark 2006, Clark 2007, Goody 2003, Kassa 2014, Sepulveda 2002, Stjernswärd 2007  
Culture  
Harris 2003, Harding & Higginson 2005, Jack 2011, Kassa 2014, Musisi & Musisi 2007, Powell 2014, Wube 2010  
Islands of Excellence    
APCA 2014, Bingley & Clark 2006, Ddungu 2011, Stjernswärd 2007  
  
The Lack of  
Government Finance  
  
Stjernswärd 2007  
Alexander 2012  
Lynch 2013  
Bingley & Clark 2006  
Sepulveda 2002  
Harding & Higginson 2005   
The Underlying Historical   
Disease Burden of HIV/AIDS  
  
Alexander 2012, Balcha 2011,  
Harding & Higginson 2005, Hartwig 2009,  
Kassa 2014, Reeler 2008  
Sepulveda 2002, Webster 2007  
WHO 2011, Wube 2010  
The Availability of  
Opioids in the sub- 
Saharan African and  
Middle Eastern Region  
  
Alsirafy 2012, Azmera 2011  
Baines 2011, Bingley & Clark 2009  
Bushnaq & Abusuqair 2012  
Daher 2010, Ddungu 2011  
Gwyther 2009, Harding 2010  
Lohman 2008, Merriman 2010  
Silbermann 2010, Webster 2007  
WHO 1990, 2000, 2002,  
Zeinah 2013  
The Lack of Integrated Palliative  Care Education   
  
Alsirafy 2009, APCA 2014, Babgi 2010, Bushnaq & Abusuqair 2012,  
Campbell & Amin 2014, Daher 2010, Downing 2006, Downing 2008,  
Dye 2010, EAPC 2006, Harding & Higginson 2005, Huijer 2009,  
Kassa 2014, Lohman 2008, Machira 2013, Merriman 2010,  
Pankhurst 1990, Powell 2014, Stjernswärd 2007b, Webster 2007,  
WHO 1990, Woldeamanual 2013, Wright 2006, Zeinah 2013  
  
  
Critical Review  
Theme 2: Factors Affecting Palliative Care  
  
  
  
  
 
  
  
  
    
 
  
  
  
  
  
  
  
  
    
  
  
  
  
  
  
  
  
  Palliative Care  Factors affecting 
  
  
The Priority of Advocacy in  Palliative Care   
  
Alsirafy 2009, APCA 2006, Bingley & Clark 2009, Bushnaq & Abusuqair 2012, Downing 2008,  
Downing 2013, EAPC 2006, Powell 2014, Sepulveda 2002, Stjernswärd 2007, WPCA 2005  
  
The Complexity  of  
Providing Integrated  
Palliative Care  
  
Aga 2209, Alsirafy 2012,  
Ferlay 2010, Gwyther 2009,  
Onyeka 2013  
Radbruch & Radbruch 2008,  
Schaepe 2011, Stjernswärd 2007,  
Webster 2007, WHO 2002, 2014,  
Zeinah 2013  
  
The  Effect of War and  
Poverty on Palliative Care  
  
Alsirafy, Balcha 2011, Barber 2008,  
Bingley & Clark 2009, Ddungu 2011,  
Gill 2010, Dye 2010, Harding 2010,  
Onyeka 2013, Sawair 2007,   
Schaepe 2011, Stjernswärd 2007  
UNDP 2010, Webster 2007,  
WHO 2002, Wright 2006, Zeinah 2013  
  
Cultural  Implications   to Providing Palliative Care   
  
Aga 2009, APCA 2014, Berhan 2008, Bushnaq & Abusuqair 2012, Ddungu 2011,   
Doumit & Abu-Saad 2008, Downing 2006, Harding & Higginson 2005, Jack 2011,  
Kikule 2003, Long 2004, Onyeka 2013, Papadopoulos 2002, Qasem 2010,  
Sepulveda 2003, Streid 2014, WHO 2002, 2005, Wright 2006, Wube 2010, Zeniah 2013  
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 Appendix 6  
  
Participant Information Sheet (in English followed by Amharic translation)  
  
PROJECT TITLE:   
 Palliative and ‘End of Life’ Care in Addis Ababa, Ethiopia: An Ethnographic Study.  
  
Introduction  
  
My name is Nicola Ayers and I am a PhD student at Surrey University, UK.  
I would like to invite you to take part in a research project. Before you decide you need to 
understand why the research is being done and what it will involve for you. Please take 
the time to read the following information carefully. Talk to others about the study if you 
wish.  
  
What is the purpose of the study?  
  
This study seeks to explore the practice of palliative care in Addis Ababa, considering in-
patient, home care and day care.  
  
Why have I been invited to take part in the study?  
  
Because you are either a patient or a carer or a health care professional.  
  
Do I have to take part?  
  
No, you do not have to participate. There will be no adverse consequences in terms of 
your care or treatment or employment, you can withdraw at any time without giving a 
reason.  
  
What will happen to me if I take part?  
  
I would invite you to take part in an interview with me. This will last approximately 45 
minutes. During the interview I would ask you questions regarding the giving and 
receiving of care. The emphasis of this research is to consider culture and the effect it 
has on palliative care.  
  
I would also be observing the care given to patients by the nursing staff and the 
discussions that take place amongst staff, patients and carers whilst at the hospice.  
  
None of the information gained would be shared with anyone else at the Hospice. The 
interview would be taped but when the research project is finished the tapes would be 
 erased. Information may be published from the interview but your name will not be 
associated with the research.  
  
  
What will I have to do?  
  
If you would like to take part please let me know. I would need to get written consent from 
you, if you are happy to take part.  
  
  
What are the possible disadvantages or risks of taking part?  
  
If for any reason my questions or presence caused you any emotional distress, we would 
stop the interview or observation immediately and you could discuss it with the hospice 
staff.  
  
As a staff member if you felt that I was stopping you from carrying out care or intruding in 
anyway. I would stop immediately.  
  
What are the possible benefits of taking part?  
  
It is unlikely that you will benefit directly but it is hoped that there may be changes in care 
to patients and staff training after this study is completed.  
  
What happens when the research study stops?  
  
A summary of the research findings would be available from the Hospice.  
  
What if there is a problem?  
  
If you have any complaints or concerns during the course of the study, please contact: 
Nicola Ayers - Principal Investigator  email:n.ayers@surrey.ac.uk. Telephone:  
0922481595  
   
Will my taking part in the study be kept confidential?  
  
Yes. All of the information you give will be anonymised so that those reading reports from 
the research will not know who has contributed to it.  
Data will be stored securely in accordance with the Data Protection Act 1998, UK. 
However, should you disclose that you or someone else is at risk then the researcher 
may need to report this to an appropriate authority. This would usually be discussed with 
you first. If unethical practice was observed at anytime, the investigator would intervene 
and report it to the Director of the Hospice.   
   
Contact details of researcher:  
Nicola Ayers  
University of Surrey,  
Faculty of Health and Medical Sciences, Duke 
of Kent Building, Stag Hill,  
Guildford, Surrey. GU2 7TE, UK.  
Tel: +44 (0) 1483 683186  
Who is organising and funding the research?  
The research is being funded by me as a PhD student.  
Who has reviewed the project?  
The study has been reviewed and received a favourable opinion from the University of 
Surrey Ethics Committee and the Ethiopian Health and Nutrition Research Institute.  
  
  
Thank you for taking the time to read this Information Sheet.  
  
     
   
 
    
  
    
  Appendix 7   
Consent Form for Research Study (in English followed by Amharic translation)  
Project Title:  
Palliative and ‘End of Life’ Care in Addis Ababa, Ethiopia: An Ethnographic Study.  
Researcher: Nicola Ayers-URN: 3444767  
  
I the undersigned voluntarily agree to take part in the study on the palliative care situation in Ethiopia.  
• I have read and understood the Information Sheet provided. I have been given a full explanation by the 
investigators of the nature, purpose, location and likely duration of the study, and of what I will be 
expected to do. I have been advised about any discomfort and possible ill-effects on my health and well-
being which may result. I have been given the opportunity to ask questions on all aspects of the study 
and have understood the advice and information given as a result.  
  
• I consent to my personal data, as outlined in the accompanying information sheet, being used for this 
study and other research.  I understand that all personal data relating to volunteers is held and 
processed in the strictest confidence and in accordance with the Data Protection Act (1998) UK.  
  
• I understand that I am free to withdraw from the study at any time without needing to justify my decision 
and without prejudice.  
  
• I understand that in the event of my suffering a significant and enduring injury (including illness or 
disease) as a direct result of my participation in the study, compensation will be paid to me by the 
University subject to certain provisos and limitations.  The amount of compensation will be appropriate 
to the nature, severity and persistence of the injury and will, in general terms, be consistent with the 
amount of damages commonly awarded for similar injury by an English court in cases where the liability 
has been admitted  
  
• I confirm that I have read and understood the above and freely consent to participating in this study.  I 
have been given adequate time to consider my participation and agree to comply with the instructions 
and restrictions of the study.  
  
Name of volunteer (BLOCK CAPITALS).....................................................................................................   
Signed……………………………………………  Date……...……………………………  
    
Name of witness (where appropriate) (BLOCKCAPITALS).........................................................................   
Signed……………………………………………  Date……...……………………………  
    
Name of researcher/person taking consent (BLOCK CAPITALS)..............................................................   
 Signed……………………………………………            Date……...……………………………  
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                             Faculty of Health and Medical Sciences  
  
                                                                                                                                                                                                T: +44 (0)1483 683186  
                                                                                                                                                                                                F +44 (0)1483 686 426  
  
                                                                                                                                    www.surrey.ac.uk  
                                                                                          
  
                                                                                                                   1st May 2011  
  
  
  
To whom it may concern,  
  
This letter is to confirm that Miss Nicola Ayers is a Post Graduate Researcher, currently enrolled 
in a PhD programme at Surrey University, United Kingdom.  
  
Nicola is a nurse who has experience working in Yemen and has taught nursing in government 
hospitals and also worked with Ethiopian refugees. Her research interests are palliative care and 
the current needs in Ethiopia.  
  
I would appreciate it if you could offer her any assistance she may require as she performs this 
preliminary visit to access health care professionals and patients to give her an overview of the 
current situation.  
  
  
I can vouch that I have known Nicola for 7 years and she is a professional and capable nurse with 
a high level of integrity.  
  
Thanking you in advance for your assistance and support,  
  
  
  
Dr. Vasso Vydelingum Principal Research Supervisor 
Appendix 9  
  
Executive Research Summary for Miss Nicola Ayers Postgraduate Researcher in Palliative Care- 
Faculty of Medical and Health Sciences  
  
  
 •  Background  
  
Ethiopia has complex health issues to deal with, one of those being end of life care.  
The International Observatory on End of Life Care has mapped hospice care worldwide. They 
have created 4 groups to categorise palliative care development in a country. Group 4, are 
countries approaching integration with main providers, Group 1, are countries that have no known 
hospice- palliative care activity. Ethiopia is categorised as Group 2 where some capacity building 
has taken place, but at present does not have an integrated service. The World Health 
Organisation recommends that for public health development in cancer pain relief and palliative 
care, countries need to develop three process measures to monitor and evaluate services; firstly, 
the development of national policies to assure patient access, secondly, educational programmes 
for health professionals and the public, thirdly, analgesic availability.  
  
 •  Process  
This study will consider the three areas as described by the World Health Organisation, namely, 
government policies, education and opioid availability. By using ethnographic methods the 
researcher will consider the patient journey as they access palliative care services and gain data 
from nurses, doctors, pharmacists and other health care professionals involved in this type of care 
and the areas mentioned above.  
  
 •  Purpose  
The purpose of the study is to provide rich data that will help the provision of palliative care in 
Ethiopia and support existing services. It is envisaged that it will gain data that will be used to 
further the body of knowledge in palliative care in Ethiopia and make recommendations to support 
a culturally appropriate, economic quality service in the country.  
 
 
    
Appendix 10  
  
Risk Assessment for Ethiopia – October 2011- March 2012  
Name: Nicola Ayers 
Designation:PGR  
Research Topic: Palliative Care Needs in Ethiopia 
URN:3444767  
 
For Researcher:  
Travel, Living and Accommodation  
The following has been checked prior to my visit to Ethiopia:  
  
• FCO  
The Foreign and Commonwealth Office website: the travel recommendations are that it  
is safe to travel to Addis Ababa. There are certain areas where travel is not 
recommended, but I am not planning to travel to these areas. I am registered with 
‘Locate’ this is a service for International workers and travellers where my itinerary is 
submitted and then the British Embassy will be informed I am in country.  
.   
• Guest House  
I will be staying in a guest house.  
  
• Travel Insurance  
I have current travel insurance that covers me for this trip.  
  
• Vaccines  
I have update vaccinations for the country of Ethiopia.  
  
• Flight  
I will book a flight with Ethiopian Airlines. I am able to change my flight details with the 
airline if there were any unforeseen problems.  
  
• Emergency Contacts  
I have an emergency contact list which will be given to my immediate family and friends. 
If the University wants to contact me or my family in an emergency, this list can be 
provided for them on request.  
  
• Finance  
I will be taking sufficient funds with me to facilitate my trip. I will also have a credit card.  
 
• Transport  
I will either use contract taxis or the local minibus system to travel around the city
 • Communication  
I will communicate via email where possible with my university research supervisors and 
keep them updated on progress, once I am in Ethiopia. My supervisors will be provided 
with emergency contact details in case of emergency.  
  
  
At the Hospice:  
  
Whilst gathering data at the hospice I will be interviewing and observing patients who are 
terminally ill with advanced cancer and HIV/AIDS. Therefore the following precautions will 
be taken:  
  
Infection Control:  
• Regular hand washing and the use of antiseptic hand gel as appropriate.  
• If inadvertently I come into contact with infected body fluids they will be disposed 
of using gloves and wipes and other cleaning materials will be bagged.  
  
  
For the Research Participants:  
  
As the patients in the hospice are terminally ill it is essential that my research is 
conducted so as not to interfere or intrude into the dying process.  
  
Limited Intrusion:  
  
• I will liaise with the nursing staff, patients and family members to ensure that I do 
not observe or talk to any patient who is actively dying or in pain or emotionally 
distressed.  
• If asked to leave the bed-side I will do so immediately.  
  
  
Confidentiality and Anonymity:  
  
• Care will be taken with any written notes or information pertaining to the patients 
or staff so that diagnoses and sensitive information will be kept confidential.  
  
Infection Control  
  
• As many of the patients are immunocompromised, I will not go to the hospice if I 
am unwell in any way that could harm the patients.  
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Appendix 14  
Interview Schedule  
The following participants will be interviewed for the research study: patients, carers/family 
members, nursing staff and other health care professionals.  
The following themes and questions will be discussed:  
Patients  
Open ended questions will be used and the patient will be allowed to tell ‘their story’, the themes 
may not necessarily be asked in turn, but the following will be covered.  
• Family history and network  
• History of disease and medication.  
• Patient Journey- physical, social and spiritual.  
• Symptom control and well-being.  
• Understanding of palliative care and ‘End of Life’ Care.  
• The Hospice- benefits  
• The service at present  
  
Carers/Family Members  
Open-ended questions will be used as above. The carers ‘story’ will be encouraged to be told.  
• Relationship to the patient and your family unit.  
• The journey you have been through with your family member.  
• Coming to the Hospice.  
• Understanding about their family member’s condition.  
• Care for the carer  
• Joy and pain in the journey.  
• Well-being of carer.  
  
Nursing Staff and other Health Care Professionals  
There are 2 night nurses and 5 day nurses and a management team of 2 members. It is also 
envisaged that during meetings other doctors, social workers, and other health professionals will 
be at the hospice. Open-ended questions will be used to encourage the staff to discuss their 
experience of caring for the dying.  
• Experience at Hospice Ethiopia.  
• Training.  
 • Gaps in training.  
• Understanding of palliative care and ‘End of Life’ care.  
• Joy and pain in this type of work. •  Working with other professionals  
• Support system for workers. •  Drugs and symptom control.  
• Main issues according to the staff.  
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Appendix 16  
Categories and Themes  
  Not Wanting to Upset 
 
 
 
 
 
 
 
 
  
Not Wanting to Upset 
Non Disclosure 
Emotional Advocacy  
Family Control 
Emotions as Priority 
Ambiguous Language   
Communication Strategies by Hospice Staff 
Sick... Very Sick 
Cancer/ HIV as Sick 
Sick as Protection  
Degrees of Sickness 
Metaphors 
Blessings/ Prayers as Encouragement 
Hospice and 'Sick' 
A Stopping of Everything 
Change for Carer 
Priority as Carer 
Financial Cost 
Relationship Cost 
Companionable Presence 
Care is All about Comfort 
Hospice Care 
Use of Food 
Touch 
Priority of Cleanliness 
Care Discrepancy 
Smell  
Physical Care/Emotional Priority 
'Not Wanting to  
Upset' 
The Management  
of Emotions 
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